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Disclaimer 


Clinical Practice Guidelines (CPGs) are intended to serve as an aid to clinical 
judgment but are in no way a substitute for a medical professional's independent 
judgment and should not be considered medical advice. This CPG is a working 
document that reflects the state of the field at the time of publication and is based 
upon the accessible best updated published evidence. Because rapid changes in this 
area are expected, periodic revisions are inevitable. Standards of care are determined 
on the basis of all clinical data available for an individual case and are subject to 
change as scientific knowledge and technology advance and patterns of care evolve, 
these parameters of practice should be considered CPGs only. The presented 
recommendations may not be appropriate in all situations. 

Adherence to the CPG recommendations will not ensure a successful outcome in 
every case, nor should they be construed as including all proper methods of care or 
excluding other acceptable methods of care aimed at the same results. Any decision 
by practitioners to apply these CPGs must be made in light of local resources and 


individual patient circumstances. The ultimate judgment regarding a particular clinical 


procedure or treatment plan must be made by the appropriate healthcare 
professional(s) responsible for clinical decisions regarding a specific clinical situation; 
the doctor. This judgment should only be arrived at following discussion of the options 
with the patient, in light of the diagnostic and treatment choices available. However, it 
is advised that significant departures from a national CPG or any local CPG derived or 
adapted from it should be fully documented in the patient's medical records at the 


time the relevant decision is taken. 
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Introduction 


Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder with onset in 
early childhood. A diagnosis of ASD requires the presence of impairment in two major 
domains: Communication and social interaction, and restricted or repetitive patterns of 
behavior [1]. ASD is considered multifactorial in origin where multiple genetic and epigenetic 
factors may contribute to the etiology [2]. Research on ASD is relatively limited in developing 
countries, including Saudi Arabia, and thus most of the current clinical practices in Saudi 
Arabia are based on conclusions from studies conducted in Western developed countries [3]. 
Although a marked growth in local research started to emerge in 2008, a lot has yet to be 
investigated. For instance, the prevalence of ASD in Saudi Arabia has not yet been accurately 
determined. One study stated that 42,500 cases were diagnosed with autism in [4] 2002. A 
more recent systematic review showed that the prevalence of ASD in Arabian Gulf countries, 
including Saudi Arabia was, ranging from 1.4 to 29 per 10,000 population [5]. This is, in fact, 
lower than the prevalence rate measured by studies conducted in developed countries (77-39 
per 10,000). This does not necessarily mean that it is less prevalent in Saudi Arabia; as the 
discrepancy could be explained by methodological flaws, the limited capacity to diagnose 
ASD, and lower level of awareness of ASD among parents which reduces the likelihood of 
recognizing symptoms and consequent attempts to access care [6]. A cross-sectional study 
involving 205 individuals with ASD, showed that the ratio between males to female in that 
sample was 4.9:1. Psychiatric comorbidities were found in 9665 of the patients. Among these 
comorbidities, attention deficit hyperactivity disorder (ADHD) was the most prevalent (9653), 
followed by intellectual disability (968), then epilepsy and cerebral palsy (962 for each) [7]. 


In Saudi Arabia, there is a large gap between the needs of individuals diagnosed 
with ASD and the currently available services. Although Saudi Arabia is a large country, most 
of the services are localized in its largest cities (i.e. Riyadh, Jeddah, or Dammam) [7]. 
Furthermore, the provided services tend not to meet the satisfaction of families. In Saudi, a 
study that used a scale of excellent-good-acceptable-or-bad to evaluate publicly provided 
services for ASD showed that about %75 of the families scored them as acceptable or bad [7]. 
Attesting to difficulties in accessing services in Saudi Arabia, Khan et al, in a recent 
cross-sectional study published in 2020, found that only 9631 of children on the autism 
spectrum could access nearby autism centers, and 9672 have no access to private schools for 
ASD in their area. [8]. The areas that are targeted through early intervention are language, 
play skills and social participation, activities of daily living (ADLs), and challenging behaviors 
[9]. Moreover, pharmacological management can be initiated to target specific symptoms 
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related to ASD, such as irritability, hyperactivity, aggression, aberrant social behavior, 
repetitive behavior, inattention, and insomnia. However, all medications might cause side 
effects that need to be monitored by a professional, so it should be prescribed by either a 
neurologist or a psychiatrist [10]. 


The lack of governmental and institutional support for a child on the autism 
spectrum places a significant burden on parents, which might affect the quality of life for 
other siblings. It has been shown that almost 9688.5 of parents of children on the autism 
spectrum in Saudi Arabia experience significant distress. The challenges and unmet needs of 
children on the autism spectrum resulting from lack of access to needed resources resulted in 
negative impacts on social and financial aspects of their lives, their family relationships, and 
the quality of life of the siblings of the children on the autism spectrum[11]. In another 
cross-sectional study that involved 61 families of individuals diagnosed with ASD, 9637 of the 
families felt embarrassed for having children on the autism spectrum, while almost 9664 were 
bothered by the way that others in the community dealt with them [6]. 


Currently, several authorities are involved in the journey of care, education, and 
empowerment for individuals diagnosed with ASD and others with other developmental 
disabilities. The initial screening (i.e., especially at a young age) and diagnostic services are 
carried out by specialized and trained healthcare professionals (i.e., general pediatricians, 
psychiatrists, child psychologists, developmental-behavioral or neurodevelopmental 
pediatricians, pediatric neurologists, or child psychiatrists) working in entities affiliated with 
the Ministry of Health (MoH) or accredited by public authorizing entities, such as Saudi Health 
Council (SHC), Saudi Commission for Health Specialties (SCFHS), and Saudi Central Board of 
Accreditation of Healthcare Institutions (CBAHI). This discrepancy in carrying out such 
services with different capacities might be attributed to the lack of clear guidance, shortage 
of specialized professionals, and availability of validated tools. 


For post-diagnostic services, rehabilitation services are overseen by three entities: 
the MoH, the Ministry of Education (MoE), and the Ministry of Human Resources and Social 
Development (MHRSD), where services are provided through governmental (free-of-charge) 
providers or private (pay-for-services or covered by health insurance) ones (e.g., hospitals, 
schools, special needs centers, specialized clinics). While MHRSD is overseeing and 
subsidizing intervention services that private centers provide to children who 
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are not in school because they are younger than six years old or are severely impacted (IO > 
50), MoE is serving students on the autism spectrum that do not have severe intellectual 
disability and have effective verbal communication in their public school systems, including 
some institutions that are designated for students with disabilities, special-needs classrooms, 
or mainstreamed (inclusion) classrooms along with their typical peers. Intervention and 
special education services may vary from one center to another. Generally, the number of 
intervention hours received and its structure (group-format vs. individualized-format) varies 
mainly based on the limited service slots, ranging from 20 hours/week to only a few. However, 
about 9680 of families of individuals on the autism spectrum accessing early intervention 
services pay for them out-of-pocket and almost 9692 of families reported an excessive 
financial burden related to the management of the needs of their children on the autism 
spectrum [6]. As such, the status of services in Saudi Arabia might require a thorough review 
of the needs of individuals on the autism spectrum and their families and concerted efforts to 
attempt to meet them. 


The aim of this adapted clinical practice guideline (CPG) is to provide 
evidence-based recommendations for screening, surveillance, diagnosis, assessment and 
clinical and therapeutic interventions for children with ASD. It aims to improve the experience 
of children and those who care for them. These recommendations were adapted from the 
relevant CPGs developed by the Australian Autism CRC (AACRC 2018) [11], Ministry of Health 
New Zealand (NZ 2016) [12], National Institute of Clinical and Health Excellence (NICE 2017) 
[13], and Scottish Intercollegiate Guidelines Network (SIGN) Healthcare Improvement 
Scotland (HIS) [14] using a formal methodology for CPG adaptation: the 
KSU-Modified-ADAPTE [17-15]. 
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Scope and Purpose 


Disease/Condition: 

Autism spectrum disorders (ASD) is a continuum of neurodevelopmental disorders 
characterized by early-onset impairments in social communication and interaction, as 
well as by restricted, repetitive interests and behaviors (DSM-5). 


Guideline Objective(s): 

The aim of this adapted clinical practice guideline (CPG) is to provide evidence-based 
recommendations for management including screening, surveillance, diagnosis, 
assessment and clinical and therapeutic interventions for children with ASD. It aims to 
improve the experience of children and those who care for them 


Health or Clinical Questions (PIPOH Model): 

P: Patient (Target Population): 

Children with autism spectrum disorders (ASD). Both genders. Age group from 2 to 18 
years. 

Common comorbidities: ADHD, anxiety, and other relevant medical problems. 


I: Interventions and Practices Considered / CPG Category: 
(Refer to Recommendations Section). 


P: Professionals (Intended / Target Users or Stakeholders): 

Physicians, pharmacists, nurses, therapists, technicians. 

Clinical Specialties: 

Physicians: psychiatrists, pediatricians (behavioral developmental, neurology), medical 
genetics, physical medicine and rehabilitation, mental health specialists. 

Clinical Pharmacists, nurses, speech therapy, Special education, Occupational therapy, 
and (patient/ family representative). 


O: Major Outcomes Considered: 
1. Death (Mortality). 
2. Major neurodevelopmental disability in surviving children (Morbidity). 


H: Healthcare Settings: 
Primary, secondary, and tertiary neonatal healthcare services mainly nurseries, NICUS, 
and outpatient clinics. 
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Definitions of Quality of Evidence and Strength of Recommendations Ш 


The source CPGs from МІСЕ and SIGN have followed the GRADE method (Grading of 
Recommendations, Assessment, Development, and Evaluation) their CPG development 
methodology 13,14. Recommendatins obtained from other gudilnes converted based on 
thier level of evidence and grading to ensure connsistnecy. 

Strength of Recommendations (adopted from the NICE Manual) 


https://www.nice.org.uk/process/pmg20/chapter/writing-the-guideline#wording-the-recommendations. 


Must: Recommendations That Must (or Must Not) Be Followed: 
The words ‘must’ or ‘must not’ are generally only used if there is a legal duty to apply the 
recommendation. Occasionally the word ‘must’ (or ‘must not’) has been used if the 
consequences of not following the recommendation could be extremely serious or 
potentially life threatening. 


Should: Recommendations That Should (or Should Not) Be Followed - a 'Strong' 
Recommendation: 

The word ‘offer’ (and similar words such as ‘refer’ or ‘advise’) has been used when there is a 
good degree of confidence that, for the vast majority of patients, an intervention will do 
more good than harm, and be cost effective. Similar forms of words (for example, ‘Do not 
offer...) are used when an intervention will not be of benefit for most patients. 


Could: Recommendations That Could Be Followed: 
The word 'consider' is used when an intervention will do more good than harm for most 
patients, and will be cost effective, but other options may be similarly cost effective. The 
choice of intervention, and whether or not to have the intervention at all, is more likely to 
depend on the patient's/caregiver's values and preferences than on the strength of a 
recommendation, and so the healthcare professional should spend more time considering 
and discussing the options with the patient. 
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PREVENTION AND EARLY IDENTIFICATION: 
| Early recognition and diagnosis (DSM-5 and ICD-10-AM): 


011 Early identification should be achieved by (NZ MOH): 
- Comprehensive developmental surveillance of all children so deviations from 
normal development are recognized early. 
- Valuing and addressing parental concerns about their child's development. 
- Referral to diagnostic services when risk for ASD is confirmed by using early 
screening tools. 
- Ensuring data collection and audit of the pathway takes place. 


021 Clinical assessment should incorporate a high level of vigilance for features 
suggestive of ASD, in the domains of social interaction and play, speech, language 
and communication difficulties and behaviour (SIGN). 


03| The assessment of children and young people with developmental delay, emotional 
and behavioral problems, psychiatric disorders, impaired mental health or genetic 
syndromes should include surveillance for ASD as part of routine practice (SIGN). 


041 Instruments may be used for information gathering, but they should not be used to 
make or rule out a referral for an assessment for ASD (SIGN). 


05| Healthcare professionals should consider informing families that there is a 
substantial increased risk of ASD in siblings of affected children (SIGN). 


06| It is worth noting that good eye contact, and smiling and showing affection to family 
members should not rule out the autism diagnosis (GPP). 
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Assessment & Psychometric Assessment Tools: 


Be aware that tools to identify children and young people with an increased likelihood of 
autism may be useful in gathering information about signs and symptoms of autism in a 
structured way but are not essential and should not be used to make or rule out a 
diagnosis of autism (NICE). Also be aware that: 

| a positive score on tools to identify an increased likelihood of autism may support 

| a decision to refer but can also be for reasons other than autism 

| a negative score does not rule out autism. 


When referring children and young people to the autism team, include in the referral letter 
the following information (NICE): 
| reported information from parents, carers and professionals about signs and/or 
symptoms of concern 
| your own observations of the signs and/or symptoms. 


When referring children and young people to the autism team, include in the referral letter 
the following information, if available (NICE): 

| antenatal and perinatal history 

| developmental milestones 

| factors associated with an increased prevalence of autism (see Implementation tools) 

| relevant medical history and investigations 

| information from previous assessments. 


Explain to parents or carers and, if appropriate, the child or young person, what will 
happen on referral to the autism team or another service (NICE). 
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Telehealth Setting (Regional and Remote Locations) 


Rural families experience significant challenges and disadvantages in accessing resources 
and services (eg, transportation, lack of local support, isolation, financial resources, lack of 
employment opportunities) should be considered compared with urban dwellers (GPP). 


Distance education programmes could be one way to make information accessible. One 


based on written materials with weekly telephone contact and one delivered through 
videoconferencing platform (GPP). 


Contact by telephone, the Internet, informal support groups and joining ASD and/or 
disability associations should be encouraged (GPP). 


Telehealth Considerable feedback was received about the use of telehealth during the 
assessment process and should be encouraged. While there was a broad agreement that 
technology can facilitate better access to assessment services for individuals living in rural 
and remote (GPP). 


It is recommended that in circumstances where a clinician with the professional 
background and assessment expertise prerequisites to being a member of the autism 
diagnosis team is not present in the local community, a partnership between local 
clinicians and an assessment team in another location be facilitated through other 
methods (ACRC). 


In regional and remote settings, there may not be any medical or allied health 
professionals with clinical expertise in ASD. In some remote settings, a relevant clinician 
could visit the community only a limited number of times each year (GPP). 
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Risk factors associated with ASD 


Standardized ASD assessment interviews and schedules should be used (NZ MOH). 


The intellectual, adaptive and cognitive skills associated with ASD should be seriously 
considered and, where possible and appropriate, formally assessed (NZ MOH). 


Referral for Diagnostic Clarification 


It is suggested that a referral for an assessment of ASD concerns should be initiated by a 
primary healthcare provider. This individual's professional discipline may differ between 
private and public healthcare settings (ACRC). 


It is recommended that the healthcare provider must receive formal professional training 
in typical child development and the signs and/or symptoms of common 
neurodevelopmental and behavioural conditions, including those associated with ASD, as 
well as common co-occurring and differential diagnosis conditions (ACRC). 


If the primary healthcare professional administers clinical assessments as part of the 


process for initiating a referral for an assessment of ASD concerns, they should have 
training and expertise in administering these assessments (with all prerequisites for using 
the instrument in clinical practice met) (ACRC). 


Health care professionals must have a good understanding of the different forms of 
expression of ASD symptomatology across developmental stages and the 
symptomatology of common coexisting and alternative conditions (NZ MOH). 
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Assessment Setting: 


Clinic Setting 


It is recommended that a clinic setting should be considered an appropriate, but 
not essential, venue for an assessment of ASD concerns (ACRC). 


r 


Community Setting 


E |t is recommended that information about an individual's presentation in all 
community settings relevant to their daily life must be collected (ACRC). 


ult is recommended that information about an individual's presentation in 
community settings must be obtained by one or more members of the 
Assessment Team through a combination of (ACRC): 


п direct observation in the community setting - asking the client(s) about 
behaviour in the community setting during an interview or through a 
questionnaire or survey. 


о observation of video recordings of the individual in the community setting 
that have been recorded and supplied by the client or other professional(s) 
with the client's permission. 


n verbal or written communication about the client's behaviour in the 
community setting from other professional(s). 


E |t is recommended that functional assessments must take place in a setting 
where the client feels comfortable and confident to discuss their level of 
functioning and support needs. This may be in a clinic, community or telehealth 
setting. Information is to be collected about the individual's level of functioning 
in all relevant community settings, though it is not essential for the clinician to 
make direct observations at these locations (ACRC). 


gley) EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 
MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 


Diagnostic criteria: 
All professionals involved in diagnosing ASD in children, young people or adults should 
consider using the current version of either ICD-10-AM or DSM-5. The classification 
system used for diagnosis should be recorded in the patient's notes (SIGN). 


Use of Autism Spectrum Disorder Multidisciplinary Team Assessment: 


The Autism Spectrum Disorder Multidisciplinary Team (ASD-MDT) should have 
the skills and competencies to (NICE): 


carry out an autism diagnostic assessment. 

i communicate with children and young people with suspected or known 
autism, and with their parents and carers, and sensitively share the diagnosis 
with them. 


ADS-MDT members should (NICE): 


ш provide advice to professionals about whether to refer children and young 

people for autism diagnostic assessments. 

m decide on the assessment needs of those referred or when referral to another 

service will be needed. 

W carry out the autism diagnostic assessment. 

W share the outcome of the autism diagnostic assessment with parents and 

carers, and with children and young people if appropriate. 

W with parent or carer consent and, if appropriate, the consent of the child or 

young person, share information from the autism diagnostic assessment 

directly with relevant services, for example through a school visit by an autism 

team member. 

E offer information to children, young people and parents and carers about 
appropriate services and support. 


It is recommended that all clinicians involved in the assessment of ASD concerns 
obtain relevant training and expertise covering all the following areas (ACRC): 


developmental assessment (typical/atypical). 

Neurodevelopmental disorders clinical presentation. 

signs and symptoms associated with common co-occurring or differential 
diagnosis conditions. 

the criteria for ASD and co-occurring or differential diagnosis conditions. 
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Components of Assessment: 


Refer first to a pediatrician or pediatric neurologist (if this has not already 
happened) children or young people (NICE): 


older than 3 years with regression in language. 

of any age with regression in motor skills. 

The pediatrician or pediatric neurologist can refer back to the ASD-MDT if 
necessary. 


The Autism Case Coordinator should (NICE): 


B act as a single point of contact for the parents or carers and, if appropriate, the 
child or young person being assessed, through whom they can communicate 
with the rest of the autism team. 

Wi keep parents or carers and, if appropriate, the child or young person, 
up-to-date about the likely time and sequence of assessments. 

B arrange the provision of information and support for parents, carers, children 
and young people as directed by the autism team. 

Bi gather information relevant to the autism diagnostic assessment. 


Discuss with the parents or carers and, if appropriate, the child or young person, 
how information should be shared throughout the autism diagnostic assessment, 
including communicating the outcome of the assessment. Take into account, for 
example, the child or young person's age and ability to understand (NICE). 


Include in every autism diagnostic assessment (NICE): 


m detailed questions about parent's or carer's concerns and, if appropriate, the 

child's or young person's concerns. 

H details of the child's or young person's experiences of home life, education 

and social care. 

ma developmental history, focusing on developmental and behavioural 

features consistent with ICD-10 or DSM-5 criteria (consider using an 

autism-specific tool to gather this information). 

W assessment (through interaction with and observation of the child or young 

person) of social and communication skills and behaviours, focusing on 

features. 

Bi а medical history, including prenatal, perinatal and family history, and past 
and current health conditions. 
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a physical examination. 

consideration of the differential diagnosis. 

Systematic assessment for conditions that may coexist with autism. 
Occupational therapy should be considered where relevant. 

Assessment of language, cognitive, adaptive, motor, and sensory domains. 


Perform a general physical examination and look specifically for (NICE): 


skin stigmata of neurofibromatosis or tuberous sclerosis using a Wood's light. 
signs of injury, for example self-harm or child maltreatment (see the National 
Family Safety Program). 

congenital anomalies and dysmorphic features including macrocephaly or 
microcephaly. 


Consider which assessments are needed to construct a profile for each child 


or young person, for example (NICE): 


ш intellectual ability and learning style. 

m academic skills. 

Bi speech, language and communication. 

ш fine and gross motor skills. 

W adaptive behavior (including self-help skills). 

B mental and emotional health (including self-esteem). 

B physical health and nutrition. 

m sensory sensitivities. 

ш behavior likely to affect day-to-day functioning and social participation. 
Bi socialization skills. 


Use information from all sources, together with clinical judgment, to diagnose 
autism based on ICD-10-AM or DSM-5 criteria (NICE). 


Do not rely on any autism-specific diagnostic tool alone to diagnose autism 
(NICE). 


Be aware that in some children and young people there may be uncertainty 


about the diagnosis of autism, particularly in (NICE): 


children younger than 24 months. 
i children or young people with a developmental age of less than 18 months. 
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children or young people for whom there is a lack of available information 
about their early life (for example, some looked-after or adopted children). 
older teenagers' children or young people with a complex coexisting mental 
health disorder (for example ADHD, conduct disorder, a possible attachment 
disorder), sensory impairment (for example severe hearing or visual 
impairment), or a motor disorder such as cerebral palsy. 


Be aware that some children and young people will have features of behavior 
that are seen in the autism spectrum but do not reach the ICD-10-AM or DSM-5 
diagnostic criteria for definitive diagnosis. Based on their profile, consider 
referring to appropriate services (NICE). 


Carry out an autism diagnostic assessment if there is regression in language or 
social skills in a child younger than 3 years (NICE). 


Carry out an autism diagnostic assessment if there is regression in language or 
social skills in a child younger than 3 years (NICE). 


If there is uncertainty after the autism diagnostic assessment about the 
diagnosis, consider keeping the child or young person under review, taking 
into account any new information (NICE). 


If any of the following apply after assessment, consider obtaining a second 
opinion (including referral to a specialized tertiary ASD-MDT if necessary) 


(NICE): 


B continued uncertainty about the diagnosis. 

Bi disagreement about the diagnosis within the ASD-MDT. 

m disagreement with parents or carers or, if appropriate, the child or young 
person, about the diagnosis. 

W a lack of local access to particular skills and competencies needed to reach a 
diagnosis in a child or young person who has a complex coexisting condition, 
such as a severe sensory or motor impairment or mental health problem. 

a lack of response as expected to any therapeutic interventions provided to 
Bi the child or young person. 
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During the autism diagnostic assessment, consider any potential risk of harm 
to, and from, the child or young person and take appropriate action (NICE). 


Address the impact of other important considerations, such as intellectual 
and/or communication capacity, culturally, linguistically ^ and/or 
socio-economically diverse background, regional or remote location, or 
complex psychosocial factors, on the assessment of ASD concerns (ACRC). 


In cases of absence of ASD-MDT Diagnostic Team, it is recommended that a 
Single Clinician Diagnostic Evaluation be conducted by a clinician who, in 


addition to the expertise required by all members of the Assessment Team, 
has relevant training and expertise in the following areas (ACRC): 


clinical reasoning in weighing evidence, and performing diagnostic 
formulations and decisions. 

signs and symptoms associated with common co-occurring or differential 
diagnosis conditions. 

the criteria for ASD and co-occurring or differential diagnosis conditions 
described by the current version of international diagnostic manuals (e.g. 
DSM-5 and/or ICD-10-AM). 


Single Clinician Diagnostic Evaluation must include (ACRC): 


ш Medical practitioner who holds specialist registration with the SCFHS in the 
field of community child health, general paediatrics, Child and adolescent 
psychiatry & pediatric neurology. 

m Medical practitioner (family medicine, pediatrician) who holds general or 
specialist registration with the SCFHS and has at least six years of relevant 
experience, training or supervision in the assessment of neurodevelopmental 
disorders. 

ва Plus: 


OOccupational therapist who holds registration with the pediatric 
Occupational Therapy Board. 

O Clinical / Neuro- psychology who holds general registration, with training 
or supervision in the assessment of neurodevelopmental disorder. 

[1 Pediatric speech pathologist who is eligible to be a Certified Practising 
Member of Speech Pathology. 
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It is recommended that members of the ASD-MDT should obtain and maintain 
the additional skills and expertise listed above through peer observation, peer 
supervision and peer mentoring. Formal training courses and/or further 
qualifications may supplement these peer learning approaches (ACRC). 


It is recommended that the Single Clinician should obtain and maintain the 
additional skills and expertise listed in Recommendation 38 through peer 
observation, peer supervision, and peer mentoring. Formal training courses 
and/or further qualifications may supplement these peer learning approaches 
(ACRC). 


It is suggested that a Single Clinician Diagnostic Evaluation should involve the 
collection of information from at least one other clinician from a different 
discipline or specialty to the Single Clinician, if information from at least one 
clinician from a different discipline has not yet been obtained (for example, 
from the Comprehensive Needs Assessment (ACRC). 


it is recommended that information should be collected during a Single 


Clinician Diagnostic Evaluation on the following (ACRC): 


ш overview of topics covered in the Comprehensive Needs Assessment. 

B signs and/or symptoms specified in diagnostic criteria for ASD and potential 
co-occurring and/or differential conditions. 

B biological, personal and environmental factors relevant to the individual. 

B communication with clinicians who conducted the Comprehensive Needs 
Assessment. 

m file review of any additional assessment reports. 

W interview with the client. 

W observation of the individual undergoing assessment. 

Bi communication with other professional(s) as required. 
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It is suggested that the clinician who conducted the Single Clinician Diagnostic 
Evaluation invite additional clinician(s) as required to participate in the 
ASD-MDT Diagnostic Evaluation, based on the match between professional 
expertise and the area(s) of diagnostic uncertainty identified during the Single 
Clinician Diagnostic Evaluation. This should involve at least one other 
professional from a different discipline or specialty to the clinician who 
conducted the Single Clinician Diagnostic Evaluation (ACRC). 


It is recommended that ASD-MDT Diagnostic Evaluation should include at 


least one additional clinician who meets at least one of the following 
eligibility criteria (ACRC): 


Medical practitioner who holds registration with the SCFHS in the field of 
i community child health, general paediatrics, psychiatry or neurology 
Plus: 
O ASD-MDT members: 
€ Medical practitioner. 
€ Nurse. 
€ Occupational therapist. 
€ Psychologist: At least Senior clinical psychology/ neuropsychology. 
€ Social worker. 
€ Speech pathologist. 


It is recommended that clinicians conducting the ASD-MDT Diagnostic 
Evaluation should use their clinical judgement to reach a consensus 


diagnostic decision by (ACRC): 


ш taking into account all information collected during all stages of assessments, 

in the context of a biopsychosocial framework 

Bi integrating and weighing the available evidence against each diagnostic 

criterion (according to the current version of the DSM or ICD) 

Wi testing alternative explanations for signs and/or symptoms that may warrant 

co-occurring or differential diagnosis or alternative clinical pathways 

Bi considering if sufficient information is available to make a diagnostic decision 
with high confidence 
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It is recommended that information should be collected during a ASD-MDT 
Diagnostic Evaluation through a variety of means, including (ACRC): 


m review of documentation from the Comprehensive Needs Assessment and 
Single Clinician Diagnostic Evaluation. 

B communication with clinicians who conducted the Comprehensive Needs 
Assessment and Single Clinician Diagnostic Evaluation. 

W file review of any additional assessment reports. 

W interview with the client as required. 

B observation of the individual undergoing assessment. 

administration of standardised and non-standardised assessments as 
required. 

Bi communication with other professional(s) as required. 


Other Professionals (ACRC): 


The Assessment Team should liaise with other medical, allied health, disability 
and/or educational professionals to obtain further information about the 
individual being assessed, to support the Comprehensive Needs Assessment and 
Diagnostic Evaluation. 


These other professionals are not part of the Assessment Team; however, their 
input may be helpful to obtain a more complete clinical picture of the individual's 
presentation in their everyday environment or provide specialist guidance to 
explore alternative explanations for presenting signs and/or symptoms. 


Occupational therapist. 
This includes: п upati pi 


Ophthalmologist. 
Accredited practising dietitian. А 

ш Optometrist. 
Audiologist. 


Board ified behavi | W Pediatrician. 
oard-certified behaviour analyst. m Physiotherapist. 
Childcare worker. 


| m Preschool or early childhood teacher. 
Dentist. 


Disabili | ; И W Primary or secondary school teacher. 
S mploymen rt person. 
" | i is Mis Ж SERPE Vis ° W Physiotherapist. 
rly intervention ser r r. 
arly interve i service provide W Psychiatrist. 
Gastroenterologist. 


б | bs m Psychologist. 
ee ee B Sleep and respiratory physician. 


Geneticist. | 
р Bi Social worker. 
Community health worker. : . 
| B Special education teacher. 
Neurologist. . 
ш Speech pathologist. 
Nurse. 
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Timing of diagnosis: 


Regardless of the findings of any earlier assessments, referral for further 
assessment for ASD should be considered at any age (SIGN). 


Start the autism diagnostic assessment within 3 months of the referral to the 
autism team (NICE). 


ASD should be part of the differential diagnosis for preschool children 
displaying absence of age appropriate developmental features, as typical ASD 
behaviours may not be obvious in this age group (SIGN). 


Differential diagnosis: 


| It is recommended that, at each stage of the Diagnostic Evaluation, the 
clinicians must collect and evaluate information to consider the full range of 
clinical explanations for the presentation of signs and/or symptoms, and test 
these possible explanations against the evidence for an ASD diagnosis in the 
context of other differential and co-occurring diagnoses (ACRC). 


| It is recommended that members of the ASD-MDT be highly familiar with the 
range of differential diagnoses for ASD (ACRC). 


| Clinicians without the clinical qualifications or expertise to adequately evaluate 
potential differential diagnoses for a given individual should not undertake the 
assessment of ASD concerns (ACRC). 


| Healthcare professionals should recognise that children and young people 
with ASD may also have additional developmental disorders, medical problems 
or emotional difficulties/disorders and should have access to the same range of 
therapeutic interventions as any other child (SIGN). 


| Consider the following other diagnoses for autism and whether specific 
assessments are needed to help interpret the autism history and observations 
(NICE): 
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E Medical or genetic problems and disorders: 
epilepsy and epileptic encephalopathy. 
о disorders. 
e genetic abnormalities, including: 


» fragile X. 

» tuberous sclerosis. 
» muscular dystrophy. 
» neurofibromatosis. 


e Functional problems and disorders: 


feeding problems, including restricted diets. 

urinary incontinence or enuresis. 

constipation, altered bowel habit, faecal incontinence or encopresis. 
sleep disturbances. 

vision or hearing impairment. 


Consider the following differential diagnoses for autism and whether specific 
assessments are needed to help interpret the autism history and observations (NICE): 


E Neurodevelopmental disorders: 

specific language delay or disorder. 

a learning (intellectual) disability or global developmental delay. 
developmental coordination disorder (DCD). 


BW Mental and behavioural disorders: 

e attention deficit hyperactivity disorder (ADHD). 
ẹ mood disorder - anxiety disorder. 

e attachment disorders. 

€ oppositional defiant disorder (ODD). 

€ conduct disorder. 

€ obsessive compulsive disorder (OCD). 

e psychosis. 


Bi Conditions in which there is developmental regression: 
l Rett syndrome. 
epileptic encephalopathy. 


B Other conditions: 
severe hearing impairment. 
severe visual impairment. 
maltreatment. 
selective mutism. 
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Medical investigations: 


Do not routinely perform any medical investigations as part of an autism 
diagnostic assessment (NICE). 


Except where clinically relevant, the need for the following should be reviewed 
for all individuals with ASD (SIGN): 


examination of physical status, with particular attention to neurological and 
dysmorphic features. 

chromosomal microarray. 

examination of audiological status. 

investigations to rule out recognized etiologies of ASD (e.g. tuberous sclerosis). 
electroencephalography if there is suspicion of epilepsy. 


Advice on further testing should be sought from the local genetics service 
(SIGN). 


Disclosure of the results of diagnostic assessment: 


After the autism diagnostic assessment discuss the findings, including the 
profile, sensitively, in person and without delay with the parents or carers and, 
if appropriate, the child or young person. Explain the basis of conclusions even 
if the diagnosis of autism was not reached (NICE). 


For children and young people with a diagnosis of autism, discuss and share 
information with parents or carers and, if appropriate, the child or young 
person, to explain (NICE): 


what autism is. 
how autism is likely to affect the child or young person's development and 
function. 


Provide parents or carers and, if appropriate, the child or young person, with a 
written report of the autism diagnostic assessment. This should explain the 
findings of the assessment and the reasons for the conclusions drawn. (NICE).. 


Share information, including the written report of the diagnostic assessment, 
with the primary healthcare practitioner (NICE). 


With parental or carer consent and, if appropriate, the assent of the child or 
young person, share information with key professionals involved in the child's 
or young person's care, including those in education and social care (NICE). 
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With parental or carer consent and, if appropriate, the assent of the child or 
young person, make the profile available to professionals in education (for 
example, through a school visit by a member of the autism team) and, if 
appropriate, social care. This is so it can contribute to the child or young 
person's individual education plan and needs-based management plan (NICE). 


For children and young people with a diagnosis of autism, offer a follow-up 
appointment with an appropriate member of the autism team within 6 weeks 
of the end of the autism assessment for further discussion (for example about 
the conclusions of the assessment and the implications for the child or young 
person) (NICE). 


For children and young people with a diagnosis of autism, discuss with parents 
or carers the risk of autism occurring in siblings and future children (NICE). 


Information and support for families: 


Provide individual information on support available locally for parents, carers, 
and autistic children and young people, according to the family's needs. This 
may include (NICE): 


ш contact details for: 

elocal and national support organisations (who may provide, for 

example, an opportunity to meet other families with experience of 

autism, or information about specific courses for parents and carers 

and/or young people) 

* organisations that can provide advice on social and financial benefits 

from Ministry of Human Resources and Social Development and other 

relevant organizations 

* organisations that can provide information on educational support 

and social care 

è information to help prepare for the future, for example transition to 
adult services. 


Make arrangements to support autistic children and young people and their 
family and carers during times of increased need, including major life changes 
such as puberty, starting or changing schools, or the birth of a sibling (NICE). 
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Explore with autistic children and young people, and their families and carers, 
whether they want to be involved in shared decision-making and continue to 
explore these issues at regular intervals (NICE). 


If children and young people express interest, offer a collaborative approach to 
treatment and care that takes their preferences into account (NICE). 


Ensure that all autistic children and young people have full access to health and 
social care services, including mental health services, regardless of their 
intellectual ability or any coexisting diagnosis (NICE). 


Offer all families (including siblings) and carers verbal and written information 
about their right to (NICE): 


[ short breaks and other respite care. 


aformal carer's assessment of their own physical and mental health needs, and 
how to access these. 


Offer families (including siblings) and carers an assessment of their own needs, 
including whether they have (NICE): 


personal, social and emotional support 

practical support in their caring role, including short breaks and emergency 
plans. 

a plan for future care for the child or young person, including transition to adult 
services. 


When the needs of families and carers have been identified, discuss help 
available locally and, taking into account their preferences, offer information, 
advice, training and support, especially if they (NICE): 


need help with the personal, social or emotional care of the child or young 
person, including age-related needs such as self-care, relationships or sexuality. 
are involved in the delivery of an intervention for the child or young person in 
collaboration with health and social care professionals. 
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Problem minimization and avoidance: 
| Tests to avoid: 


avoid routine urine tests for metals and minerals in children with autistic 
behaviors as there is insufficient evidence on association between 
toxicological exposures and development of autistic behaviors – testing 
for metals and minerals may be harmful if treatment decisions are based 
on these results (GPP). 

avoid performing hair analyses for "environmental toxins" in children with 
behavioral or developmental disorders including autism (GPP). 


| Itis recommended to avoid the use of the following interventions (NICE): 


ш Neurofeedback to manage speech and language problems in children and 
young people with autism 


m Auditory integration training to manage speech and language problems in 
children and young people with autism. 


Ш omega-3 fatty acids to manage sleep problems in Children and young 
people with autism. 


B The following interventions to manage autism in any context in children 
and young people: 


secretin. 

chelation. 

hyperbaric oxygen therapy. 

exclusion diets (such as gluten- or casein-free diets) unless medically 
indicated. 


Treatment goals: 


| Treatment should (NZ MOH): 


Encourage functional development. 
Teach skills for independent living. 


Minimize stress for the person with ASD, and their family and carers. 
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Physical wellbeing and needs: 


Pre-treatment assessments should gather detailed information on behavioural, 
emotional and mental health difficulties, address differential diagnosis, screen 
for medical conditions and address environmental issues (NZ MOH). 


Non-pharmacological Interventions: 


Treatment plans should be comprehensive, and include behavioural needs, 
educational interventions, psychosocial treatments, | communication, 
environmental and systems issues and the suitability (or not) of medication (NZ 
MOH). 


Consider a specific social-communication intervention for the core features of 
autism in children and young people that includes play-based strategies with 
parents, carers and teachers to increase joint attention, engagement and 
reciprocal communication in the child or young person. Strategies should 
(NICE): 

be adjusted to the child or young person's developmental level. 


aim to increase the parents, carers, teachers' or peers' understanding of, 
and sensitivity and responsiveness to, the child or young person's patterns 
of communication and interaction. 


include techniques of therapist modelling and video-interaction feedback. 


include techniques to expand the child or young person's communication, 
interactive play and social routines. 


The intervention should be delivered by a trained professional. For pre-school 
children consider parent, carer or teacher mediation. For school-aged children 
consider peer mediation (NICE). 


Assess factors that may increase the risk of behavior that challenges in routine 
assessment and care planning in children and young people with autism 
including (NICE): 


impairments in communication that may result in difficulty understanding 
situations or in expressing needs and wishes. 


coexisting physical disorders, such as pain or gastrointestinal disorders. 


coexisting mental health problems such as anxiety or depression and other 
neurodevelopmental conditions such as ADHD. 


EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 
MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 


m the physical environment, such as lighting and noise levels. 

Wi the social environment, including home, school and leisure activities. 
W changes to routines or personal circumstances. 

B developmental change, including puberty. 

H exploitation or abuse by others. 

B inadvertent reinforcement of behaviour that challenges. 

Wi the absence of predictability and structure. 

E unmet emotional or attachment needs. 


Development of Care Plan: 


Develop a care plan with the child or young person and their families or carers 
that outlines the steps needed to address the factors that may provoke 
behavior that challenges, including (NICE): 


treatment, for example, for coexisting physical, mental health and 
behavioural problems. 

support, for example, for families or carers. 

necessary adjustments, for example, by increasing structure and 
minimising unpredictability. 


If a child or young person's behavior becomes challenging, reassess factors 
identified in the care plan and assess for any new factors that could provoke the 
behaviour (NICE). 


Offer the following to address factors that may trigger or maintain behavior 
that challenges (NICE): 


treatment for physical disorders, or coexisting mental health and 
behavioral problems. 
interventions aimed at changing the environment, such as: 


] providing advice to families and carers. 
making adjustments or adaptations to the physical surroundings. 
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ASD Multidisciplinary Team (ASD-MDT) 


If a child or young person's behavior becomes challenging, reassess factors 
identified in the care plan and assess for any new factors that could provoke the 
behaviour (NICE). 


Atthe multidisciplinary review, take into account the following when choosing 
an intervention for behavior that challenges (NICE): 


m the nature, severity and impact of the behaviour. 

ш {һе child or young person's physical and communication needs and 

capabilities. 

H the environment. 

Mthe support and training that families, carers or staff may need to 

implement the intervention effectively. 

H the preferences of the child or young person and the family or carers. 

mthe child or young person's experience of, and response to, previous 
interventions. 


If no coexisting mental health or behavioral problem, physical disorder or 
environmental problem has been identified as triggering or maintaining the 
behavior that challenges, offer the child or young person a psychosocial 
intervention (informed by a functional assessment of behavior) as a first-line 
treatment (NICE). 

ч. Pi 


Functional assessment of behavior: 


| The functional assessment should identify (NICE): 


factors that appear to trigger the behavior. 
patterns of behavior. 
the needs that the child or young person is attempting to meet by 
performing the behavior. 
the consequences of the behavior (that is, the reinforcement received as a 
result of the behavior). 

Mg Sec. 
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Psychosocial interventions for behavior: 


| Psychosocial interventions for behavior that challenges should include (NICE): 


m clearly identified target behavior 

ma focus on outcomes that are linked to quality of life 

W assessment and modification of environmental factors that may contribute 

to initiating or maintaining the behavior 

ma clearly defined intervention strategy that takes into account the 

developmental level and coexisting problems of the child or young person 

Wa specified timescale to meet intervention goals (to promote modification of 

intervention strategies that do not lead to change within a specified time) 

Ma systematic measure of the target behavior taken before and after the 

intervention to ascertain whether the agreed outcomes are being met 

m consistent application in all areas of the child or young person's environment 

(for example, at home and at school) 

Bi agreement among parents, carers and professionals in all settings about 
how to implement the intervention. 


Developmental interventions: 


Access to support from staff trained in applied behaviour analysis-based 
technologies (e.g. Picture Exchange Communication System, discrete trial 
training, task analysis, prompting, fading or shaping) to build independence in 
adaptive, communication and social skills should be considered for children 
with ASD (NICE). 


Interventions for social communication skills: 


Interventions to support communicative understanding and expression in 
individuals with ASD, such as the Picture Exchange Communication System 
and the use of environmental visual supports (e.g. in the form of pictures or 
objects), should be considered (SIGN). 

Interventions to support social communication should be considered for 
children and young people with ASD, with the most appropriate intervention 
being assessed on an individual basis (SIGN). 

Choice of interventions to support communication in children and young 
people with ASD should be informed by effective assessment (SIGN). 
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Adapting the communicative, social and physical environments of children and 
young people with ASD may be of benefit (options include providing visual 
prompts, reducing requirements for complex social interactions, using routine, 
timetabling and prompting and minimising sensory irritations) (SIGN). 


Intensive behavioral interventions: 


S 
Early intensive behavioral intervention (EIBI) should be considered as a 


treatment of value for young children with ASD to improve outcomes such as 
cognitive ability, language skills, and adaptive behavior (NZ MOH). 


Behavioral interventions could be considered to address a wide range of 
specific behaviors, including those that challenge, in children and young 
people with ASD, both to reduce symptom frequency and severity and to 
increase the development of adaptive skills (SIGN-GPP). 


«Healthcare professionals should be aware that some challenging behaviors 
may be due to an underlying lack of skills development in the child/young 
person and also may represent an individual's strategy for coping with their 
difficulties and circumstances severity and to increase the development of 
adaptive skills (SIGN-GPP). 


Healthcare professionals should be aware that factors in the social and physical 
environment may contribute to positive behaviors or those that challenge 
(SIGN-GPP) 


К 


Educational assistance/Support and planning for transition: 


With parental or carer consent and, if appropriate, the assent of the child or 
young person, share information with key professionals involved in the child's 
or young person's care, including those in education and social care. 


Education and skills interventions should be offered to parents of all children 
and young people diagnosed with ASD (NICE). 


Occupational Therapy: 


Children and young people affected by ASD may benefit from occupational 
therapy, advice and support in adapting environments, activities and routines 
in daily life (SIGN). 
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Parent training and coaching for occupational therapy: 


Interventions within the scope of occupational therapy practice to improve 
performance in Activities of daily living (ADLs), Instrumental activities of daily 
living (IADLs), education, work, rest, and sleep for persons with ASD 
occupational therapy practice to improve social interaction, restricted and 
repetitive behaviors, play performance, and leisure participation for persons 
with ASD (GPP). 


Sensory integration and Others: 


Sensory behaviours should be taken into account when profiling the needs of 
individuals with ASD. (SIGN) 


Delivering assessment and interventions in a physical environment that is 
appropriate for people with hyper- and/or hypo-sensory sensitivities. (NICE) 


Parent mediated interventions: 


Parent-mediated intervention programs should be considered for preschool 
children and young people who are affected by ASD, as they may help families 
interact with their child, promote development and increase parental 
satisfaction, empowerment and mental health. (SIGN) 


Cognitive Behavioral Therapy (CBT): 


Consider the following for children and young people with autism and mental 
health comorbidities as indicated who have the verbal and cognitive ability to 
engage in a cognitive behavioral therapy (CBT) intervention (NICE): 


Group CBT adjusted to the needs of children and young people with 
autism. 


Individual CBT for children and young people who find group-based 
activities difficult. 
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S 
Consider adapting the method of delivery of CBT for children and young 
people with autism and anxiety to include (NICE): 


ш Emotion recognition training 

W Greater use of written and visual information and structured worksheets 
W A more cognitively concrete and structured approach 

W Simplified cognitive activities, for example, multiple-choice worksheets 


Ħ involving a parent or carer to support the implementation of the 
intervention, for example, involving them in therapy sessions 


B Maintaining attention by offering regular breaks 


E incorporating the child or young person's special interests into therapy if 
possible. 


J 


Pharmacological Interventions: 


M 


Do not use the following interventions for the management of core features of 
autism in children and young people (NICE): 

antipsychotics. 

antidepressants. 

anticonvulsants. 

exclusion diets (such as gluten- or casein-free diets). 


# 


Antipsychotics (conventional and atypical): 


s 
Consider second generation antipsychotic medication for managing behavior 


(irritability and hyperactivity) that challenges children and young people with 
autism when psychosocial or other interventions are insufficient or could not 
be delivered because of the severity of the behavior (NICE). 


Antipsychotic medication should be initially prescribed and monitored by a 
pediatrician or psychiatrist who should (NICE): 


identify the target behavior 

decide on an appropriate measure to monitor effectiveness, including frequency 
and severity of the behaviour and a measure of global impact 

review the effectiveness and any side effects of the medication after 3-4 weeks 
stop treatment if there is no indication of a clinically important response at 6 


weeks. 
m 
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E If antipsychotic medication is prescribed: 


use the minimum effective dose needed. 
regularly review the benefits of the antipsychotic medication and any 
adverse events including specific testing for metabolic side effects. 


start with a low dose. 


When choosing antipsychotic medication, should take into account side effects, 
acquisition costs, the child or young person's preference (or that of their parent or 
carer where appropriate) and response to previous treatment with an antipsychotic 
(NICE). 


Patients and their carers should be advised of potential side effects before 
treatment is started. 
Monitoring while using antipsychotic medication includes(NICE): 


Body mass Index and waist circumference measurement ideally monthly for the 
first 3 months of the initiation of medication then at 6 months then annually. 


HgbA1c, Fasting Blood Glucose, Fasting Lipid Profile at baseline, then at 3 
months then annually: 
https://cdn.mdedge.com/files/s3fs-public/Document/September-0 051/2017 
913CP_SavvyPsych_FINAL.pdf 


When prescribing is transferred to primary or community care, the specialist should 
give clear guidance to the practitioner who will be responsible for continued 
prescribing about (NICE): 


the selection of target behaviours 
monitoring of beneficial and side effects 
the potential for minimally effective dosing 
the proposed duration of treatment 


plans for stopping treatment. 


ADHD Medication: 


ADHD medication to treat comorbid ADHD and not the core symptoms of autism. 


Associated ADHD coould be managed with stimulant medications such as 
Methylphenidate or Atomoxetine to reduce some symptoms (GPP). 


[eM EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 
MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 


Stimulants: 0e. |^ | —. —. 


Methylphenidate may be considered for management of attention 
difficulties/hyperactivity in children or young people with ASD (SIGN). 


Use of a test dose to assess if methylphenidate is tolerated could be considered in 
children prior to any longer trial (SIGN). 


Side effects should be carefully monitored (SIGN). 


Atomoxetine can be used in children and young adults with autism as it may be 
associated with improved symptoms of hyperactivity/impulsivity and inattention in 
children and adolescents with autism spectrum disorder and ADHD symptoms (GPP). 


Antidepressants-Selective Serotonin Reuptake Inhibitors (SSRIs): 


Selective serotonin reuptake inhibitors (SSRI) should not be used to manage core 
features of ASD (e.g., repetitive behaviors) in children and young people (SIGN). 
SSRIs should be considered for children and young people with comorbid symptoms 
(anxiety, depression and/or obsessive symptoms) on a case-by-case basis. 

Use SSRI with caution and careful monitoring (NZ MOH) 

There is insufficient evidence to make any recommendation about the use of other 
types of antidepressants (NZ MOH). 


Antianxiety and benzodiazepines: 


Benzodiazepines can cause troublesome sedation and cognitive impairment in 
both short-term and long-term treatment, and tolerance and dependence can 
occur with prolonged use: and it is hard to identify those patients at risk of 
developing long-term problems (GPP). 

it is advisable to limit prolonged use of benzodiazepines and related 
gamma-aminobutyric-acid (GABA) agonists (GPP). 
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Psychopharmacology adverse effects: 


S 


^ 


Healthcare clinicians need to discuss the potential side effects of any 
medication to the patient and/or the caregivers (GPP). 


Full understanding and agreement should be documented in the medical 
records (GPP). 


Psycho-education for the family: 


Education and skills interventions should be offered to parents of all children 
and young people diagnosed with ASD (GPP). 


Special cases or comorbidities: 


When severe behaviors are evident, people with ASD need to be assessed for 
co-morbid conditions such as seizures, attention deficit hyperactivity disorder 
(ADHD), anxiety disorders, depression, and gastrointestinal problems (NZ MOH). 


In severe or life-threatening situations, medication may be the best therapy (NZ 
MOH). 


y 


Sleep Management: 


S 
If the child or young person with autism snores loudly, chokes or appears to stop 


breathing while sleeping, refer to a specialist to check for obstructive sleep 
apnoea and perform assessment that identifies (NICE): 


what the sleep problem is (for example, delay in falling asleep, frequent 
waking, unusual behaviors, breathing problems or sleepiness during the day) 
day and night sleep patterns, and any change to those patterns 

whether bedtime is regular 

what the sleep environment is like, for example: 


the level of background noise. 

use of a blackout blind . 

a television or computer in the bedroom. 
whether the child shares the room with someone. 


presence of comorbidities especially those that feature hyperactivity or other 
behavioral problems. 
levels of activity and exercise during the day 
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possible physical illness or discomfort (for example, reflux, ear or toothache, 
constipation or eczema). 

effects of any medication. 

any other individual factors thought to enhance or disturb sleep, such as 
emotional relationships or problems at school. 

the impact of sleep and behavioral problems on parents or carers and other 
family members. 


Behavioral therapy should be considered for children and young people with 
ASD who experience sleep problems (SIGN). 


Develop a sleep plan (this will often be a specific sleep behavioral intervention) 
with the parents or carers to help address the identified sleep problems and to 
establish a regular night-time sleep pattern (NICE). 


Ask the parents or carers to record the child or young person's sleep and 
wakefulness throughout the day and night over a 2-week period (NICE). 


Use this information to modify the sleep plan if necessary and review the plan 
regularly until a regular sleep pattern is established (NICE). 


Children with ASD who present with signs of possible obstructive sleep apnea, 
or sleep-disordered breathing (loud snoring, choking or periodic stopping of 
breathing during sleep) should be referred to sleep medicine services or ENT for 
assessment (SIGN). 


Sleep medication: 


Healthcare providers may use pharmacological intervention to aid sleep in the 
following situations (NICE): 


S 


sleep problems persist despite following the sleep plan 
Sleep problems are having a negative impact on the child or young person 
and their family or carers. 


In children with ASD who have sleep difficulties which have not resolved 
following behavioral interventions, a trial of melatonin to improve sleep onset 
should be considered (SIGN). 


Use of melatonin should follow consultation with a pediatrician or psychiatrist 
with expertise in the management of sleep medicine in children and/or ASD, 
and be in conjunction with behavioral interventions (SIGN). 
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Melatonin prescription should be reviewed regularly in the context of any 
emerging possible side effects and/or reduced therapeutic effect (SIGN).. 


Regularly review to evaluate the ongoing need for a pharmacological 
intervention and to ensure that the benefits continue to outweigh the side 
effects and risks (NICE). 


Obtain an adequate baseline sleep diary before any trial of melatonin (SIGN). 


Continue sleep hygiene measures (bedtime and wake-up routine, avoidance 
of day-time sleep) and a sleep diary, during any medication trial (SIGN). 


If the sleep problems continue to impact on the child or young person or their 
parents or carers, consider (NICE): 


referral to a pediatric sleep specialist 
advice for short breaks with help of family members or house helper 


Short breaks may need to be repeated regularly to ensure that parents or 
carers are adequately sleeping (NICE). 


Gastrointestinal and feeding interventions 


| Be aware that feeding problems, including restricted diets can result in 
nutritional deficiencies that may have serious consequences (NICE). 


| Assess for any feeding, growth or nutritional problems, including restricted 
diets. Monitor and refer if needed (NICE). 


| As part of a full nutritional assessment and monitoring, blood tests to check for 
nutritional deficiencies may be required (NICE). 


| Gastrointestinal symptoms in children and young people with ASD should be 
managed in the same way as in children and young people without ASD (SIGN). 


Advice on diet and food intake should be sought from a dietician for children 

| and young people with ASD who display significant food selectivity and 
dysfunctional feeding behavior, or who are on restricted diets that may be 
adversely impacting on growth, or producing physical symptoms of recognised 
nutritional deficiencies or intolerances (SIGN). 

M E. 
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Transition of care from pediatrics to adulthood 


Local autism teams should ensure that young people with autism who are 
receiving treatment and care from pediatric services are reassessed at around 
14 years to establish the need for continuing treatment into adulthood (NICE). 


s 


If continuing treatment is necessary, make arrangements for a smooth 
transition to adult services and give information to the young person about the 
treatment and services they may need (NICE). 


The timing of transition may vary locally and individually but should usually be 
completed by the time the young person is 18 years. Variations should be 
agreed by both child and adult services (NICE). 


As part of the preparation for the transition to adult services, health and social 
care professionals should carry out a comprehensive assessment of the young 
person with autism (NICE). 


The assessment should make best use of existing documentation about 
personal, educational, occupational, social and communication functioning, 
and should include assessment of any coexisting conditions, especially 
depression, anxiety, ADHD, obsessive-compulsive disorder (OCD) and global 
delay or intellectual disability (NICE). 


Involve the young person in the planning and, where appropriate, their parents 
or carers (NICE). 


Provide information about adult services to the young person, and their 
parents or carers (NICE). 


During transition to adult services, consider a formal meeting involving health 
and social care and other relevant professionals from child and adult services 
(NICE). 
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Living in the community 


Careful and timely attention should be paid to planning for people with ASD 
leaving school and moving into further and post-compulsory education, work 
(paid or unpaid) or vocational services (NICE). 

Providers of further and post-compulsory education should ensure that their 
members of staff are aware of the specific educational needs of people with 
ASD (NICE). 

Work (paid and unpaid) should be considered an option for all people with 
ASD, regardless of their intellectual ability (NICE). 

Any known support needs of people with ASD, including those relating to 
cognitive, communication abilities and their sensory needs/sensitivities should 
be taken into account when transitioning into any work environment. 
Supported employment services for people with ASD should be developed 
(NICE). 

Vocational services of a high standard should be available to people with ASD 
who are not ready or able to access post-compulsory education and work 
(NICE). 

M / 


Recreation and leisure 


All children and adults with ASD should have access to leisure facilities and 
meaningful activity tailored to their needs and interests. This is supported by 
person-centred plans designed by staff who have received specialist education 
for the role using strategies to promote social inclusion. Plans should be 
regularly evaluated (NZ MOH). 

Leisure and recreation planning should be included in a student/young 
person's transition program and this information shared with post school 
providers (NZ MOH). 
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Recommendations for 
future research and 
health policy makers 
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Recommendations for future research 
and health policy makers 


Gathering information in schools or nurseries: Does routine additional 
information from educational settings (such as nursery or school) improve 
accuracy in diagnosing autism among children or young people up to the age 
of 19 compared with signs and symptoms alone? 


Training professionals: Does training professionals to recognise signs and 
symptoms of autism lead to earlier assessment of needs and earlier diagnosis 
(and by implication reduce morbidity/improve health outcomes) among 
children and young people with suspected autism compared with no training. 


Additional assessments: Do additional assessments (for IO, language ability and 
motor ability) improve accuracy in diagnosing autism among preschool 
children (younger than 5 years) compared with signs and symptoms alone? 


Comparative genomic hybridisation array: What is the effectiveness and 
acceptability of comparative genomic hybridisation (CGH) array compared with 
current genetic testing in children and young people with identified autism? 


Telehealth and occupational therapy services protocols: what are the best 
practice protocols to guide telehealth and occupational services? 


ASD assessment tools: Conduct validation studies for ASD assessment tools (e.g. 
ADOS). 


| Adaptation for the interventions (e.g. ESDM, triple P, Sensory etc.). 
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Implementation Strategies: 


Several implementation frameworks and manuals have recommended the following 


strategies or interventionsis: 


кайы „= À 
Leadershi 2m 
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Regular audit and 
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Implementation Tools: 
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Dissemination Regular training 


(printed and and education. 
electronic). 
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Parents or carers 
as champions for 
changes 
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Tools from NICE CPG13: Link: https://www.nice.org.uk/guidance/cg128/resources 


NICE Baseline assessment tool 


this tool could be adapted according to the 
recommendations selected for pilot or full 
implementation of the CPG. 


NICE Clinical scenarios with 
slides sets (8 cases)13 


Clinical Algorithms (7 flowcharts) 


Note: An explanation of each item is 
included in the Recommendations section 
of this CPG. 


NICE Do not do information 


Do not rely on any autism-specific 
diagnostic tool alone to diagnose autism. 
Do not routinely perform any medical 
investigations as part of an autism 
diagnostic assessment, but consider the 
following in individual circumstances and 
based on physical examination, clinical 
judgment and the child or young person's 
profile: -genetic tests, as recommended by 
your regional genetics centre, if there are 
specific dysmorphic features, congenital 
anomalies and/or evidence of intellectual 
disability -electroencephalography if there 
is suspicion of epilepsy. 
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Autism spectrum disorder overview 


Person with possible 
autism spectrum disorder 


Ensuring adult have the 
best experience of care 


Person under 19 Adult Service organisation 
Identification, assessment 
and diagnosis 

п 


Identification 
LA 


Referral 
Management 


assessment 


Diagnosis 


Management 


Transition to adult services 
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Referral of under 19s with pssible 
autism spectrum disorder 


Person under 19 with possible 
autism spectrum disorder 


Y Y Y 
Child with regression Concern about signs or Insufficient concern to refer 
symptoms but no regression immediately, referral declined, or 


lack of signs and symptoms 


Y 


Referral to the autism team | 


Y 


Assessment 
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Early Identification and Diagnosis of 
Children Suspected of ASD 


Early Identification and Screening 
(DSM-5, ICD-10-AM) 


Referral for Diagnostic 
Clarification 


Assessment and Diagnosis 


Autism Spectrum Disorder Single Clinician 
Multidisciplinary Team Diagnostic Assessment 
(ASD-MDT) Assessment 


- Timing of Diagnosis 


- Differential Diagnosis 
- Medical Investigations 


Disclosure of the results of 
diagnostic assessment to the 
family/ carer(s) 


Information and support for 


the family and carer(s) 
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ASD managment 
overview 


Problem minimization 
and avoidance 


Management Goals 
and Care Plan 


Physical Wellbeing and Needs 


Pharmacological Non-Pharmacological Special cases and 
Interventions Interventions Co-morbidities 


1 - Antipsychotics 1 - Functional assessment of - Sleep management. 


(conventional and atypical) фай Gastrointenstinal and 
UE 2 - Psychosocial intervention for 


2- ADHD Medications behavior. Feeding Interventions 


(stimulants, nonstimulants). 3 - Intensive behavioral 
interventions. 

4 - Developmental interventions. 
5 - Interventions for social 
benzodiazepines communication skills. 

6 - Occupational therapy & parent 
coaching. 

7 - Educational support & 
planning for transition. 

8 - Parent-mediated interventions. 
9 - Sensory Integration and others. 
10 - Cognitive behavioral therapy 
(CBT) 


3 - Antidepressants (SSRIs). 
4 - Antianxiety and 


5 - Psychopharmacology 


adverse effects. 
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Sleep management 
algorithm 


Sleep management 


Diagnosis (Consider Sleep 
service & ENT) 


Sleep Plan 


Pharmacological Interventions Non-Pharmacological Interventions 


Adverse effects Baseline sleep diary 


Sleep hygiene measures 


Short breaks 


Referral to pediatric 
sleep specialist 


Baseline sleep diary 
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Behavior that challenges in autistic people under 19 


Autistic Person under 19 with 
behaviour that challenges 


Anticipating and preventing 
behaviour that challenges d 


Assessment and initial 
intervention for behaviour that 


challenges 


Psychosocial interventions 


Pharmacological interventions 
g 
Transition to adult services 


п 
E 
аян 
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NICE Signs and [1] Table - Signs and symptoms of possible autism in Preschool 
Symptoms Tables: | School children (or equivalent mental age) 13 


(Use this table to alert you to the possibility of autism if concerns have been raised). 


The signs and symptoms in this table are a combination of delay in expected features of 
development and the presence of unusual features, and are intended to alert professionals to 
the possibility of autism in a child or young person about whom concerns have been raised. 
It is not intended to be used alone, but to help professionals recognize a pattern of 
impairments in reciprocal social and communication skills, together with unusual restricted 
and repetitive behaviors. 


Social interaction and reciprocal communication behaviours 


Spoken language: Responding to others: 


m Language delay (in babble or words, for example | в Absent or delayed response to name 


less than ten words by the age of 2 years) being called, despite normal hearing. 
m Regression in or loss of use of speech E Reduced or absent responsive social 
А А smiling. 
B Spoken language (if present) may include unusual: 
» non-speech like vocalisations. m Reduced or absent responsiveness to 
» oddor flat intonation. other people's facial expressions or 
> frequent repetition of set words and phrases feelings. 
becholalia); m Unusually negative response to the 
» reference to self by name or'you'or'she/he' requests of others (demand avoidant 
beyond 3 years. 


behaviour). 

= Reduced and/or infrequent use of language for 
communication, for example use of single words 
although able to speak in sentences. 


E Rejection of cuddles initiated by 
parent or carer, although may initiate 
cuddles themselves. 


Interacting with others: 


m Reduced or absent awareness of personal space, or unusually intolerant of people entering their 
personal space. 

m Reduced or absent social interest in others, including children of his/her own age - may reject 
others; if interested in others, may approach others inappropriately, seeming to be aggressive or 
disruptive. 

m Reduced or absent imitation of others' actions. 

m Reduced or absent initiation of social play with others, plays alone. 

E Reduced or absent enjoyment of situations that most children like, for example, birthday parties. 

m Reduced or absent sharing of enjoyment. 


EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 
MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 


Eye contact, pointing and other gestures: 


m Reduced or absent use of gestures and facial expressions to communicate (although may place 
adult's hand on objects) 
m Reduced and poorly integrated gestures, facial expressions, body orientation, eye contact 
(looking at people's eyes when speaking) and speech used in social communication 
m Reduced or absent social use of eye contact, assuming adequate vision 
m Reduced or absent joint attention shown by lack of: 
»gaze switching. 
>following a point (looking where the other person points to – may look at hand) . 
» using pointing at or showing objects to share interest. 


Ideas and imagination: 


Reduced or absent imagination and variety of pretend play 


Unusual or restricted interests and/or rigid and repetitive behaviours: 


m Repetitive ‘stereotypical’ movements such as hand flapping, body rocking while standing, 
spinning, finger flicking. 

m Repetitive or stereotyped play, for example opening and closing doors. 

= Over-focused or unusual interests. 

ш Excessive insistence on following own agenda. 

m Extremes of emotional reactivity to change or new situations, insistence on things being 
‘the same’ 

m Over or under reaction to sensory stimuli, for example textures, sounds, smells. 

m Excessive reaction to taste, smell, texture or appearance of food or extreme food fads. 
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NICE Signs and [2] Table - Signs and symptoms of possible autism in Primary 
Symptoms Tables: 1 School children (age 11—5 years or equivalent mental age) 13 


(Use this table to alert you to the possibility of autism if concerns have been raised) 


The signs and symptoms in this table are a combination of delay in expected features of 
development and the presence of unusual features, and are intended to alert professionals to 
the possibility of autism in a child or young person about whom concerns have been raised. 
It is not intended to be used alone, but to help professionals recognize a pattern of 
impairments in reciprocal social and communication skills, together with unusual restricted 
and repetitive behaviors. 


Social interaction and reciprocal communication behaviors 


Spoken language: Responding to others: 


m Reduced or absent response to other 


m Spoken language may be unusual in several 
people's facial expression or feelings. 


ways: 
E Reduced or delayed response їо name 
being called, despite normal hearing. 


» very limited use. 
» Monotonous tone. 


» repetitive speech, frequent use of stereotyped Subtle difficulties in understanding 
(learnt) phrases, content dominated by mothers intentions; may take things 
excessive information on topics of own interest. literally and misunderstand sarcasm 
talking 'at'others rather than sharing a two-way or metaphor. 


» Conversation. 
Unusually negative response to the 


m requests of others (demand avoidant 
behavior). 


responses to others can seem rude or 
» inappropriate. 


Interacting with others: 


ш Reduced or absent awareness of personal space, or unusually intolerant of people entering their 
personal space. 

m Reduced or absent social interest in people, including children of his/her own age - may reject 
others; if interested in others, may approach others inappropriately, seeming to be aggressive or 
disruptive. 

ш Reduced or absent greeting and farewell behaviours. 

ш Reduced or absent awareness of socially expected behaviour . 

ш Reduced or absent ability to share in the social play or ideas of others, plays alone. 

ш Unable to adapt style of communication to social situations, for example may be overly formal or 
inappropriately familiar. 

ш Reduced or absent enjoyment of situations that most children like. 
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Social interaction and reciprocal communication behaviors 


Eye contact, pointing and other gestures: 


m Reduced and poorly integrated gestures, facial expressions and body orientation, eye 
contact (looking at peoples eyes when speaking), and speech used in social 
communication. 

m Reduced or absent social use of eye contact, assuming adequate vision. 

m Reduced or absent joint attention shown by lack of: 

» gaze switching. 
» following a point (looking where the other person points to – may look at hand). 
» using pointing at or showing objects to share interest. 


Ideas and imagination: 


m Reduced or absent flexible imaginative play or creativity, although scenes seen on visual 
media (for example television) may be re-enacted. 
ш Makes comments without awareness of social niceties or hierarchies. 


Unusual or restricted interests and/or rigid and repetitive behaviors: 


m Repetitive ‘stereotypical’ movements such as hand flapping, body rocking while standing, 
spinning, finger flicking. 

п Play repetitive and oriented towards objects rather than people. 

m Over-focused or unusual interests. 

m Rigid expectation that other children should adhere to rules of play. 

m Excessive insistence on following own agenda. 

m Extremes of emotional reactivity that are excessive for the circumstances . 

ш Strong preferences for familiar routines and things being ‘just right’ 

m Dislike of change, which often leads to anxiety or other forms of distress (including 
aggression). 

m Over or under reaction to sensory stimuli, for example textures, sounds, smells. 

m Excessive reaction to taste, smell, texture or appearance of food or extreme food fads. 


Other factors that may support a concern about autism: 


ш Unusual profile of skills or deficits (for example, social or motor coordination skills poorly 
developed, while particular areas of knowledge, reading or vocabulary skills are advanced 
for chronological or mental age). 

ш Social and emotional development more immature than other areas of development, 
excessive trusting (naivety), lack of common sense, less independent than peers. 
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NICE Signs and [3] Table - Signs and symptoms of possible autism in Secondary 
Symptoms Tables: 1з School children (older than 11 years or equivalent mental age) 13 


(Use this table to alert you to the possibility of autism if concerns have been raised) 


The signs and symptoms in this table are a combination of delay in expected features of 
development and the presence of unusual features, and are intended to alert professionals to 
the possibility of autism in a child or young person about whom concerns have been raised. 
It is not intended to be used alone, but to help professionals recognise a pattern of 
impairments in reciprocal social and communication skills, together with unusual restricted 
and repetitive behaviours. 


Social interaction and reciprocal communication behaviors 


Spoken language: 
m Spoken language may be unusual in several ways: 


» very limited use . 

» monotonous tone. 

» repetitive speech, frequent use of stereotyped (learnt) phrases, content dominated by excessive 
information on topics of own interest. 

> talking ‘at’ others rather than sharing a two-way conversation. 

» responses to others can seem rude or inappropriate. 


Interacting with others: 


m Reduced or absent awareness of personal space, or unusually intolerant of people entering their 
personal space 

m Long-standing difficulties in reciprocal social communication and interaction: few close friends or 
reciprocal relationships 

m Reduced or absent understanding of friendship; often an unsuccessful desire to have friends 
(although may find it easier with adults or younger children) 

m Social isolation and apparent preference for aloneness 

m Reduced or absent greeting and farewell behaviors 

m Lack of awareness and understanding of socially expected behavior 

m Problems losing at games, turn-taking and understanding 'changing the rules' 

m May appear unaware or uninterested in what other young people his or her age are interested in 

ш Unable to adapt style of communication to social situations, for example may be overly formal or 
inappropriately familiar 

m Subtle difficulties in understanding other's intentions; may take things literally and misunderstand 
sarcasm or metaphor 

ш Makes comments without awareness of social niceties or hierarchies 

m Unusually negative response to the requests of others (demand avoidant behavior). 
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Eye contact, pointing and other gestures: 


m Poorly integrated gestures, facial expressions, body orientation, eye contact (looking at people's 
eyes when speaking) assuming adequate vision, and spoken language used in social 
communication 


Ideas and imagination: 


ш History of a lack of flexible social imaginative play and creativity, although scenes seen on 
visual media (for example, television) may be re-enactedldeas and imagination. 


Unusual or restricted interests and/or rigid and repetitive behaviors: 


m Repetitive ‘stereotypical’ movements such as hand flapping, body rocking while standing, 
spinning, finger flicking. 

m Preference for highly specific interests or hobbies. 

m A strong adherence to rules or fairness that leads to argument. 

m Highly repetitive behaviors or rituals that negatively affect the young person's daily activities 

m Excessive emotional distress at what seems trivial to others, for example change in routine. 

m Dislike of change, which often leads to anxiety or other forms of distress including 
aggression. 

п Over or under reaction to sensory stimuli, for example textures, sounds, smells. 

ш Excessive reaction to taste, smell, texture or appearance of food and/or extreme food fads. 


Other factors that may support a concern about autism: 


m Unusual profile of skills and deficits (for example, social or motor coordination skills poorly 
developed, while particular areas of knowledge, reading or vocabulary skills are advanced 
for chronological or mental age). 

m Social and emotional development more immature than other areas of development, 
excessive trusting (naivety), lack of common sense, less independent than peers. 
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NICE Quality Measures (8 Key Performance Indicators) 


https://www.nice.org.uk/guidance/qs51 


Quality statement 1: Diagnostic assessment by an autism team 
Quality statement 2: Assessment and diagnosis 
Quality statement 3: Personalised plan 


Quality statement 4: Coordination of care and support 


Quality statement 5: Treating the core features of autism: psychosocial interventions 


Quality statement 6: Treating the core features of autism: medication 


Quality statement 7: Assessing possible triggers for behaviour that challenges 


Quality statement 8: Interventions for behaviour that challenges 


(For details of the KPI equations and data sources, refer to the NICE website) 
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Autism Multidisciplinary Team (ASD-MDT) members and qualifications 


m Composition 


» Physician (child psychiatrist, developmental pediatrician, pediatric neurologist 
who is trained on autism). 

> Speech therapist. 

» Occupational therapist. 

» Clinical psychologist . 


m Qualifications 


» refer to the standards of CBAHI Autism service certification program: 
https://portal.cbahi.gov.sa/english/cbahi-standards 


m Roles and responsibilities 


>It is recommended that all clinicians involved in assessment of ASD concerns 
obtain relevant training and expertise covering all the following areas: 


* Developmental assessment (typical/atypical) 

e Neurodevelopmental disorders clinical presentation. 

e Signs and symptoms associated with common co-occurring or differential 
diagnosis conditions. 

е The criteria for ASD and co-occurring or differential diagnosis conditions 
described by the current version of international diagnostic manuals (e.g. DSM 
and/or ICD). 

• The impact of other important considerations, such as intellectual and/or 
communication capacity, culturally, linguistically and/or socio-economically 
diverse background. 

e Clinical reasoning in weighing evidence, integrating findings and reaching 
assessment conclusions. 

* Communicating with individuals on the autism spectrum and their caregivers. 
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ASD Referral Form (Components) 


» Antenatal and perinatal history 
» Developmental milestones 

> Factors associated with an increased prevalence of autism (See Table below) 
» Relevant medical history and investigations 

» Information from previous assessments. 


Table - Factors associated with an increased prevalence of ASD 


» A sibling with autism. 

> Birth defects associated with central nervous system malformation and/or 
dysfunction, including cerebral palsy. 

» Gestational age less than 35 weeks. 

» Parental schizophrenia-like psychosis or affective disorder. 

» Maternal use of sodium valproate in pregnancy. 

» A learning (intellectual) disability. 

» Attention deficit hyperactivity disorder. 

» Neonatal encephalopathy or epileptic encephalopathy, including infantile spasms. 

» Chromosomal disorders such as Down's syndrome. 

» Genetic disorders such as fragile X. 

» Muscular dystrophy. 

» Neurofibromatosis. 

» Tuberous sclerosis. 
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ASD Screening Tools 


» Modified Checklist for Autism in Toddlers (M-CHAT) 
» Checklist for autism in toddlers (CHAT) 

> Social communication questionnaire (SCQ) 

» Early screening for autistic traits (ESAT) 

» Childhood autism spectrum test (CAST) 

» Screening tool for autism in toddlers (STAT) 

> Autism spectrum screening questionnaire (А550) 

> The Survey of Well-being of Young Children (SWYC) 


| | ш | Validation KSA Age group Arabic version availability 
1 Yes 


M-CHAT Validated 16 - 30 months 
pi CHAT Validated Yes 
3 SCO) Validated Over 4 Y with mental age > 2 years No 
4 ESAT No No 
5 CAST No 4 - 11 years No 
6 STAT No No 
[/ ASSQ No 6 - 17 years No 
8 SWYC No Yes 
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Useful Links and Resources 


Modified Checklist for Autism in Toddlers, Revised (M-CHAT-R) 


Age group 30- 16 months of age 


https://mchatscreen.com/ 
https://www.autismspeaks.org/screen-your-child 


English sources 


| https://mchatscreen.com/wp-content/uploads/05/2015/M-CHAT-R_F_Arabic.pdf 


АО) https//secureservercdn.net/545/104.238.68.130.e42.myftpupload.com/wp-conte 
with pictures nt/uploads/05/2016/M-CHAT-R_F_Arabic_v2.pdf 


Checklist for autism in toddlers (CHAT) 


Age group 18 - 24 months 


uersus | https://www.autismresearchcentre.com/tests/checklist-for-autism-in-toddlers-chat/ 


УС) https//docs.autismresearchcentre.com/tests/CHAT Arabic.pdf 


Social Communication Questionnaire (SCQ) 


Age group Over 4 years with mental age over 2 years 


esu | https//www.wpspublish.com/scq-social-communication-questionnaire 


"eum Not available 
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Early Screening of Autistic Traits (ESAT) 


Age group 0 - 36 months of age 


cose | http//disabilitymeasures.org/ESAT/ 


Arabic version Not available 


Childhood Autism Spectrum Test (CAST) 


Age group 4-11 years 


"hrs, https://psychology-tools.com/test/cast 


Arabic version Not available 


Screening tool for autism in toddlers (STAT) 


Age group 24 - 36 months 


cues | http//stat.vueinnovations.com/about 


eus us | Not available 


Autism spectrum screening questionnaire (ASSQ) 


Age group 6-17 years 


https://www.gu.se/en/gnc/gncs-resources/screening-questionnaires/assq-autism-spe 
ctrum-screening-questionnaire#About-the-ASSQ 


English sources https://www.gu.se/en/gnc/gncs-resources/screening-questionnaires-and-protocols/as 
sq-autism-spectrum-screening-questionnaire 


https://psychology-tools.com/test/autism-spectrum-screening-questionnaire 


Arabic version Not available 
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The Survey of Well-being of Young Children (SWYC) 


Age group 2- 60 months 


https://pediatrics.tuftsmedicalcenter.org/the-survey-of-wellbeing-of-young-children/ 


English sources s 
overview 


https://www.tuftschildrenshospital.org/The-Survey-of-Wellbeing-of-Young-Children/ 


Arabicversion Translations/Arabic-SWYC 


Ages & Stages Questionnaire Social/Emotional 2 (ASQSE 2) 


Age group 2 – 60 months 


| https;//agesandstages.com/products-pricing/asqse-2/ 


cus | Not available 


CBAHI ASD certification program (for autism centers) 


32 standards https://portal.cbahi.gov.sa/english/cbahi-standards 


National ASD Registry 


(a national project under development) 


ASD service providers in KSA 
Can be accessed through the official websites of the following organizations:- 
The National Center for Developmental The Autism Center of Excellence (ACE):- 


and Behavioral Disorders (NCBDC), 
Saudi Health Council (SHC) 


а512071 Jg» A034! }51уо 
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Patient and Family 
information in Arabic 
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Plan for Scheduled Review and Update || 


The CPG Adaptation Group decided to review this adapted CPG for updates after two years from 
its publication date (2023) which should be on (2026) after checking for updates in the source 
guidelines, consultation of expert opinion on the changes needed for updating according to the 
newest evidence and recommendations published in this area and the clinical audit and 
feedback from implementation efforts in the Saudi Arabian setting. 
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List of Funding Sources || 


The funding body of this CPG was the National Center for Developmental and Behavioral 
Disorders, Saudi Health Council that is an official governmental organization and it has not 
influenced the formulation of the final evidence-based recommendations. 


Moreover, this CPG adaptation project was not related to any pharmaceutical, industrial, or any 
other commercial entity. 
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Appendix 1 | List of the websites and databases we searched: 


We conducted a systemat. 


CPG databases and libraries: 
« « 


Guidelines National Scottish EBSCO 


шше, Cm : Institute for MP Intercollegiate M DynaMed (USA) 
etworl ECRI Guidelines Health and Care Guidelines (subscription 


Excellence Network (SIGN) required) 


International Trust (USA) 


Guidelines 
NICE) UK 
Library 1 ) UK- 


Bibliographic databases: 


PubMed/ Google 
MEDLINE Da Scholar 


Specialized professional societies: 


» American Psychiatry Association (APA1) 

» American Academy of Pediatrics (AAP) 

» American Academy of Child and Adolescent Psychiatry (AACAP) 

» Canadian Academy of Child & Adolescent Psychiatry (CACAP) 

> European Society for Child and Adolescent Psychiatry (ESCAP) 

» International Association for Child and Adolescent Psychiatry and Allied Professions 
(IACAPAP) 

» The British Psychological Society (BPS) 

> American Psychological Association (APA2) 

» American Speech-Language-Hearing Association (ASHA) 

» Australian Psychological Society (APS) 

» American Occupational Therapy Association (AOTA). 

> Australian Psychology Society (APS) 
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Appendix 2| Search strategy 


Keywords: autism, autism spectrum disorder, ASD, autistic disorder, infantile autism, 
childhood autism, pervasive developmental disorder (PDD), Asperger's syndrome, and 
PDD not otherwise specified (PDD-NOS), pediatrics, pediatric medicine, child health, 
mental health, treatment, management, pharmacology, practice guidelines, clinical 
practice guidelines, healthcare quality, patient safety, evidence-based medicine, AGREE 
l| instrument, quality assessment, critical appraisal, evidence-based pediatrics, 
evidence-based psychiatry. 


Search strategy (MEDLINE): 

(autism[Title/Abstract) OR (autism spectrum disorder  [Title/Abstract] OR 
(ASD[Title/Abstract]) OR (autistic disorder [Title/Abstract]) OR (infantile autism 
[Title/Abstract]) OR (childhood autism [Title/Abstract]) OR (pervasive developmental 
disorder [Title/Abstract]) OR (PDD[Title/Abstract]) OR (Asperger's syndrome 
[Title/Abstract]) OR (PDD[Title/Abstract] NOT otherwise specified [Title/Abstract]) OR 
(PDD-NOS [Title/Abstract]) AND (pediatrics) OR (pediatric medicine) OR (child health) OR 
(mental health) AND (practice guidelines) OR (clinical practice guidelines) OR 
(evidence-based medicine). MY NCBI Filters: Article Type: Practice Guideline. Publication 
date: From 2015/10/1 to 2022/07/01. 


Total number of Total number of Total number of 
retrieved articles excluded articles included CPGs 


165 161 4 
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Appendix 3| PRISMA 2020 flow diagram for new systematic reviews 
which included searches of databases and registers only. 


Identification of studies via databases and registers 


ч 


Records identified from*: Records removed before screening: 
MEDLINE/PubMed, Google Scholar: (n=30) Duplicate records removed (n = 6) 
S CPG Databases: GIN (n =12), ECRI (n=11), Records marked as ineligible by automation 
t DynaMed (п=36), NICE (п=2), and SIGN (п=1). tools (n = 0) 
2 Professional Societies: APA1 (п=1), ААР (n=1), Records removed for other reasons (n =5) 
Е ААСАР (п=1), САСАР (п=3), ЕЅСАР (п=1), 
D IACAPAP (n=1), BPS, APA2, ASHA, APS, AOTA, 
and APS (n=65) 
Total retrieved records = 165 
д 
Y 
=ч 
Records screened (title/ Records excluded** 
abstract) (n = 154) (n 292) 
M 
E» Reports sought for Reports not retrieved 
= retrieval (full text) (n = 62) (п = 0) 
© М 
эм 
© Reports assessed for Reports excluded: 
eligibility (n 2 62) Outdated before Oct. 
2015 (п = 18) 
Not CPGs (n =32) 
Different PIPOH (n = 8) 
Qm 
P Studies included in 
© review (n 24) 
3 Reports of included 
= studies (n =4) 


*Consider, if feasible to do so, reporting the number of records identified from each 
database ог register searched (rather than the total number across all 
databases/registers). 


**If automation tools were used, indicate how many records were excluded by a human 
and how many were excluded by automation tools. 

From: Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffmann TC, Mulrow CD, et al. The 
PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ 
372;2021:n71. doi: 10.1136/bmj.n71 


For more information, visit: http://www.prisma-statement.org/ 
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Appendix 4| Adaptation Process Methodology 


Phase One - Set-Up: 


1. Checking the feasibility for CPG adaptation 


Preliminary rapid search showed a large number of published CPGs addressing 
this topic. 


2. Establishing a Guideline Adaptation Group (GAG) 


The project lead was assigned by the SHC (SA) who was also nominated as the 
clinical chair (SA), and worked closely with the methodology chair (YSA), to 
define the initial scope of the CPG. A group of clinical and methodological 
experts was assigned from the network of the Saudi Health Council, National 
Center for Developmental and Behavioral Disorders to be the members of the 
GAG (full list provided in Table 1). The methodology followed was according to 
the'KSU-Modified-ADAPTE' method. 

Detailed composition of the GAG including clinical specialties and roles. 
There was a comprehensive ASD stakeholder representation in the GAG and 
the ERG. The only limitation in the composition of these two groups was the 
lack of a specialized Health Economist with expertise in Health Technology 
Assessments or Appraisals (HTAs) (Economic Evidence). It was not feasible to 
recruit one as this is a rare specialty in the whole country and even region. 
Issues related to resources and cost were discussed within the GAG and ERG 
and considered during adaptation of the recommendations. 


3. Selecting and prioritizing of the CPG health topic 


The topic of ASD was identified by the NCDBD as one of the main high-priority 
topics for developmental and behavioral disorders in Saudi Arabia. 


4. Identifying necessary resources and skills 


The methodology chair conducted capacity building sessions for the GAG 
members on the CPG adaptation methodology, systematic review of CPGs, and 
evaluation of CPGs at the outset of the project in addition to hands on technical 
support throughout the process. 
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Appendix 4| Adaptation Process Methodology 


Phase One - Set-Up: 


5. Completing the tasks of the set up phase 


All members of the GAG declared their conflicts of interests and agreed on the 
terms of reference for this CPG adaptation project. 

Members of both of the GAG and ERG had no conflicts of (or competing) interests 
to declare at the time of this CPG adaptation project 


6. Writing up the CPG adaptation working plan 


A timeline for the CPG adaptation project was outlined by the NCDBD-SHC and 
agreed upon by all GAG members. 

Thirteen two-hour-meetings were conducted for the larger groups that included 
two face-to-face and 11 online meetings. Moreover, 10 parallel meetings were 
conducted by subgroups of the GAG to complete specific tasks within the CPG 
adaptation process (e.g., search for source CPGs, screening source CPGs, AGREE II 
assessment of CPGs, drafting the first version of the adapted recommendations, 
identifying and drafting the CPG implementation tools, and drafting the final 
version of the adapted CPG based on the external review input). 


EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 
MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 


Appendix 4| Adaptation Process Methodology 


Phase Two - Adaptation: 


7. Determining the health questions 


Refer to Scope and purpose section. The PIPOH Model was used to identify the 
health questions that guided the search and screening process. 


8. Searching for source CPGs and other relevant documents 


A systematic review of evidence-based CPGs for ASD in children was 
conducted21. Its protocol was registered in the OSF (Open Science Foundation) 
(20). 


9. Screening retrieved source CPGs 


See PRISMA 2020 Flow chart (Appendix 3) 


10. Reducing the large number of retrieved CPGs 


The GAG relied on the inclusion and exclusion (eligibility) criteria for screening 
and filtration as showed in the PRISMA flowchart (Appendix 3). 


Inclusion / Exclusion CPGs Selection Criteria 


> Methods of Development: Evidence-Based CPGs: (Detailed Methodology of Development 
Documented; link Recommendations with Evidence; link to Systematic Reviews) rather than 
Consensus-based CPGs (Expert opinion) 

> Author(s) Organization (CPG development group) from CPGs Database (Producer or 
Finder) and Specialized Society (clinical specialty) rather than single authors. 

> Country: International or national СРС». 

> Date of Publication: Any CPG published after October 2015. 

> Language: English and Arabic CPGs only. 

> Status: Only original source CPG (de novo developed) rather than adapted CPGs. 


A total of 165 records were retrieved, 161 were excluded according to the health questions 
and the eligibility criteria (for details refer to the PRISMA flowchart (Appendix 3)). Only four 
source original CPGs were found to be eligible for the quality assessment step. Two reviewers 
conducted the screening (AHA, SMA) and two additional reviewers (SMA, YSA) resolved any 
discrepancies by discussions. 
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Appendix Table 1 | Listof retrieved eligible source CPGs 


ema Health System А Year of 
d CPG Title 
Organzahon Country Economic Classification EEG publication 


Australian National Guideline 
Australian Autism National Health Insurance, for the Assessment and 


CRC (ACRC) High-income country Diagnosis of Autism 2018 


Spectrum Disorders 


Ministry of Health New National Health Insurance, New Zealand Autism 
Zealand (NZ) High-income country Spectrum Disorder Guideline 2016 
National Institute for Health National Health Service, Autism spectrum disorder in 
and Care Excellence (NICE) High-income country 19s: recognition, under 2017 
UK referral and diagnosis 


Scottish Intercollegiate Assessment, diagnosis and 


ideli National Health Service, : ) ; 
е Pei (SIGN), Po Кукан interventions for autism 2019 
ealthcare Improvement 9 y spectrum disorders 
Scotland (HIS) 


11. Assessment of the Quality of the Source CPGs using the AGREE II Instrument 


The Appraisal of Guidelines Research & Evaluation (AGREE) II Instrument 22,23 
was used to assess the quality of the four eligible Source CPGs using the online 
platform (MY AGREE PLUS) by four independent appraisers from the GAG 
including three clinicians (SAA, SA, MWB) and one CPG methodologist (YSA). 
Disagreements in the ratings of the AGREE Il items were resolved by discussions 
(online meetings) (20). 
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Appendix Table 2 | AGREE II assessment results and the standardized domain 
scores for the four included CPGs 


x ACRC NICE NZ SIGN 
Source CPGs/ AGREE Il Domains 2018 2017 2016 2019 


D1:Scope and Purpose 96 98 97 


03: Rigour of Development 


D5: Applicability 


99 
9 
84 
Ea 
92 
MM 
92 
КЕМ 


Overall assessment 1 


12. Assessing the currency of the selected source CPG 


Appendix Table 3 | Currency survey of the CPG developer 


1. Are you aware of any new evidence relevant to this CPG statement? No. 

2. Is there any new evidence to invalidate any of the recommendations comprising the CPG? No. 

3. Are there any plans to update the CPG in the near future? No. 

4. When the CPG was last updated? What is the citation for the latest version? (See References 11-14). 


Steps from 15-13 were not conducted as the GAG relied on the results of the AGREE II 
assessment to reach the required assessments of CPG content, consistency, acceptability, 
and applicability. 


Steps 16 and 17: the AGREE Il assessments were discussed among the CRC 2018, MOH NZ 
2016, NICE 2017, and SIGN-HIS 2016 CPGs and adapt all of its recommendations and 
implementation tools. 


14. Step 18 Preparing the draft adapted CPG. 


The first draft of the adapted CPG was prepared and sent for external review via 
email with the related clinical review and methodology review forms. 
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Phase Three - Finalization: 


15. Step 19. External review (Clinical Content and Methodology) 


Details of the members of the external review group. 

The first draft of the adapted ASD CPG draft was sent to a national external 
review group (ERG) representing different healthcare sectors in Saudi Arabia. 
This ERG conducted clinical content and methodology reviews. The ERG clinical 
reviewers included a consultant psychoanalyst, child and adolescent 
psychiatrist, а consultant developmental and behavioral pediatrician, a 
consultant clinical neuropsychologist, a consultant occupational therapist, a 
consultant speech and language pathologist, a senior nurse academic, a senior 
Clinical psychiatric pharmacist, and a medical technologist and ASD patient 
representative and advocate. Additionally, a senior expert guideline 
methodologist and academic was invited to review the CPGA methodology. The 
GAG reviewed the feedback received from the ERG and addressed their 
comments and suggestions in the final draft of the CPG. 

ASD patients values and preferences were captured by inviting a patient 
representative (parent of an ASD child) as a member of the external review of the 
finalized CPG. The finalized ASD CPG was shared then a face-to-face meeting 
and focus group discussion was conducted at the Saudi Health Council among 
the other external reviewers for the clinical content. Several amendments were 
made based on that feedback. 


16. Step 20. Consulting with endorsement bodies 


The adapted CPG will be endorsed by the Saudi Health Council, the National 
Center for Developmental and Behavioral Disorders, Riyadh, Saudi Arabia. 


17.Step 21. Consulting with the source CPG developer (s) 


We have contacted the developer organizations of the four source CPGs (ACRC 
2018, NZ MOH 2016, NICE 2017, and SIGN-HIS 2016) requesting their permission 
to use their CPGs in our National ASD CPG Adaptation Project: 

* SIGN-HIS: Permission granted on 2021/12/3 (Correspondence: Roberta James, 
SIGN Programme Lead, Healthcare Improvement Scotland). 

* NZMOH: Permission granted on 2022/02/7 (Correspondence: Helen Hayes, SME 
for Autism within Ministry of Health Disability Directorate, Autism Guidelines 
Group for New Zealand Ministry of Health). 

* ACRC: Permission granted on 2022/04/13 (Correspondence: Therese Conway, 
Research Program Manager, Autism CRC). 

• NICE: Permission granted on 2022/04/25 (Correspondence: lain Moir, 
Programme Manager: intellectual property, content and business management 
Science, Evidence and Analytics Directorate, National Institute for Health and 
Care Excellence). 
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Phase Three - Finalization: 


18. Step 22. Acknowledging the source documents 


The source CPG, relevant articles and websites have been clearly acknowledged in the 
adapted CPG document. 


19. Step 23. Planning for aftercare of the adapted CPG 


The GAG decided on a plan for reviewing and updating the adapted CPG using the 
CheckUp Tool that is freely provided by the AGREE Enterprise 


20. Step 24. Producing the final adapted CPG document 


This document represents the finalized adapted CPG full document. Table 4 presents the full map 
ofthe CPG adaptation process including the steps that were followed and the steps that were not 
followed with the relevant reasons. 

The finalized adapted ASD-CPG was composed of a set of recommendations that were adapted 
(or sometimes adopted) from the four source high-quality CPGs as relevant to the Saudi Arabian 
healthcare system, the currently available ASD services and centers, and consideration of the 
available information of the latest updates of the 2030 vision health model transformation at the 
time of the finalization of this CPG project relevant to ASD care in Saudi Arabia. 

The GAG was divided into four groups. Each group was assigned to draft the set of 
recommendations from one of the four source CPGs using a tabular template including a 
comprehensive list of options of care for the management of ASD that were identified during the 
PIPOH (step. This was done twice; firstly, without any modifications at all for the comparison table 
of the published SR of ASD CPGs and secondly, done for the adapted ASD-CPG that included the 
customization of some recommendation statements to be suitable for implementation in the 
current Saudi Arabia healthcare system and ASD care services. 

This finalized set of adapted recommendations was reflected as well on the adoption, 
adaptation, and/ or development of relevant CPG Implementation Tools. 

All of the focus group discussions for the ASD CPG implementability concerns (e.g. referral 
systems, available ASD centers, ASD teams, required qualifications, relevant specific ASD 
accreditation standards, telehealth, etc.) were repeated for both the ASD CPG Adaptation Group 
(GAG) and the External Revie Group. 

All ofthe members reviewed the final draft of the Adapted ASD-CPG and consensus was made by 
an informal voting technique. 

Secretarial support was provided by the NCCDD-SHC to organize and facilitate 13 
two-hour-meetings for the larger groups that included two face-to-face and 11 online meetings. 
Moreover, 10 parallel meetings were conducted by subgroups of the GAG to complete specific 
tasks within the CPGA process (e.g. search for source CPGs, screening source CPGs, quality 
assessment of CPGs, drafting the first version of the adapted recommendations, identifying and 
drafting the CPG implementation tools, and drafting the final version of the adapted CPG based 
on the external review input). 

Facilitators and Barriers were discussed and considered twice with the GAG and the ERG and this 
was reflected on the selection and the final set of implementation strategies and tools. 
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Appendix Table 4 | Decision Support for the ASD Guideline Adaptation Group 
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MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 


EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 


CHECKLIST ITEM AND DESCRIPTION 


Appendix Table 5 | AGREE Reporting Checklist ASD CPG 


REPORTING CRITERIA 


DOMAIN 1: SCOPE AND PURPOSE 


1. OBJECTIVES: А Health intent(s) (i.e., prevention, 
Report the overall objective(s) of the screening, diagnosis, treatment, etc.) 
guideline. The expected health benefits X Expected benefit(s) or outcome(s) 10 
from the guideline are to be specific to [x] Target(s) (e.g., patient population, 
the clinical problem or health topic. society). 
2. QUESTIONS: [X] Target population 10, PIPOH 
Report the health question(s) covered [x] Intervention(s) or exposure(s) model was 
by the guideline, particularly for the key Г] Comparisons (if appropriate) used (Not 
recommendations. Б Outcome(s) PICO) 
[x] Health care setting or context Ref. 14 
3. POPULATION: X Target population, sex and age 
Describe the population (i.e., patients, Г] Clinical condition (if relevant) 
public, etc.) to whom the guideline is Г] Severity/stage of disease (if relevant) 10 
meant to apply. C Comorbidities (if relevant) 
Г] Excluded populations (if relevant) 
DOMAIN 2: STAKEHOLDER INVOLVEMENT 
4. GROUP MEMBERSHIP: X ame of participant 
Report all individuals who were KI Discipline/content expertise (e.g., 
involved in the development process. neurosurgeon, methodologist) 
This may include members of the [X] Institution (e.g, St. Peter's hospital) 
steering group, the research team [Xl Geographical location (e.g., Seattle, WA) 9 
involved in selecting and РАА description of the member's role in 
reviewing/rating the evidence and the guideline development group 
individuals involved in formulating the 
final recommendations. 
5. TARGET POPULATION Г] Statement of type of strategy used to 
PREFERENCES AND VIEWS: capture patients'/publics' views and 
Report how the views and preferences preferences (e.g., participation in the 
of the target population were guideline development group, literature 
sought/considered and what the review of values and preferences) 
resulting outcomes were. C] Methods by which preferences and 
views were sought (e.g., evidence from 
literature, surveys, focus groups) NA 
L]Outcomes/information gathered on 
patient/public information 
Г] How the information gathered was 
used to inform the guideline 
development process and/or formation 
of the recommendations 
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Appendix Table 5 | AGREE Reporting Checklist ASD CPG 


CHECKLIST ITEM AND DESCRIPTION 


DOMAIN 2: STAKEHOLDER INVOLVEMENT 


REPORTING CRITERIA 


6. TARGET USERS: 
Report the target (or intended) users of 
the guideline. 


he intended guideline audience (e.g. 
specialists, family physicians, 
patients, clinical or institutional 
leaders/administrators) 

А How the guideline may be used by its 
target audience (e.g., to inform 
clinical decisions, to inform policy, to 
inform standards of care) 


10, Ref 14 


DOMAIN 3: RIGOUR OF DEVELOPMENT 


7. SEARCH METHODS: Named electronic database(s) or 
Report details of the strategy used to evidence source(s) where the search 
search for evidence. was performed (e.g., MEDLINE, 
EMBASE, PsychINFO, CINAHL) 
Я 14, Ref 34 
Time periods searched (e.g., January 
2004 ,1 to March 2008 ,31) 
LI Search terms used (e.g., text words, 
indexing terms, subheadings) 
Full search strategy included (e.g., 
possibly located in appendix) 
8. EVIDENCE SELECTION CRITERIA: Target population (patient, public, 
Report the criteria used to select (i.e., etc.) characteristics Ref 14, 
include and exclude) the evidence. Study design Evidence 
Provide rationale, where appropriate. Comparisons (if relevant) here refers 
Outcomes to Source 
Language (if relevant) CPGs 
Context (if relevant) 
9. STRENGTHS & LIMITATIONS OF Study design(s) included in body of 
THE EVIDENCE: evidence 
Describe the strengths and limitations O Study methodology limitations 
ofthe evidence. Consider from the (sampling, blinding, allocation AGREE Il 
perspective of the individual studies concealment, analytical methods) appraisal 
and the body of evidence aggregated Appropriateness/relevance of was done 
across all the studies. Tools exist that primary and secondary outcomes for the 
can facilitate the reporting of this considered Source 
concept. O Consistency of results across studies CPGs. Ref 
Direction of results across studies 14 
Magnitude of benefit versus 
magnitude of harm 
Applicability to practice context 


Toei EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 
MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 
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CHECKLIST ITEM AND DESCRIPTION REPORTING CRITERIA 
DOMAIN 3: RIGOUR OF DEVELOPMENT 


10. FORMULATION OF x] Recommendation development 
RECOMMENDATIONS: process (e.g, steps used in modified 
Describe the methods used to Delphi technique, voting procedures 
formulate the recommendations and that were considered) 
how final decisions were reached. ÈX Outcomes of the recommendation 
Specify any areas of disagreement and development process (e.g., extent to 
the methods used to resolve them. which consensus was reached using 
modified Delphi technique, outcome 104 106 


of voting procedures) 

KJ How the process influenced the 
recommendations (e.g., results of 
Delphi technique influence final 
recommendation, alignment with 
recommendations and the final vote) 


11. CONSIDERATION OF BENEFITS Г] Supporting data and report of 
AND HARMS: benefits 

Report the health benefits, side effects, Supporting data and report of 
and risks that were considered when harms/side effects/risks 


= 


formulating the recommendations. Reporting of the balance/trade-off 23 
between benefits and harms/side 
effects/risks 

Р Recommendations reflect 
considerations of both benefits and 


harms/side effects/risks 


12. LINK BETWEEN X How the guideline development 
RECOMMENDATIONS AND group linked and used the evidence 

EVIDENCE: to inform recommendations 

Describe the explicit link between the X Link between each recommendation 
recommendations and the evidence on and key evidence (text description 

which they are based. and/or reference list) 52105 


O Link between recommendations апа 
evidence summaries and/or evidence 
tables in the results section of the 
guideline 
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CHECKLIST ITEM AND DESCRIPTION REPORTING CRITERIA 


DOMAIN 3: RIGOUR OF DEVELOPMENT 


13. EXTERNAL REVIEW: Purpose and intent of the external 
Report the methodology used to review (e.g., to improve quality, 
conduct the external review. gather feedback on draft 


recommendations, assess 

applicability and feasibility, 

disseminate evidence) 
X Methods taken to undertake the 
external review (e.g. rating scale, 
open-ended questions) 
Description of the external reviewers 
(e.g., number, type of reviewers, /13 101 
affiliations) 104-106 
Outcomes/information gathered from 
the external review (e.g., summary of 
key findings) 
How the information gathered was 
used to inform the guideline 
development process and/or 
formation of the recommendations 
(e.g., guideline panel considered 
results of review in forming final 
recommendations) 


14. UPDATING PROCEDURE: A statement that the guideline will be 

Describe the procedure for updating updated 

the guideline. Explicit time interval or explicit 
criteria to guide decisions about 89 106 
when an update will occur 
Methodology for the updating 


procedure 
DOMAIN 4: CLARITY OF PRESENTATION 
15. SPECIFIC AND UNAMBIGUOUS A statement of the recommended action. 
RECOMMENDATIONS Intent or purpose of the recommended 
Describe which options are appropriate action (e.g. to improve quality of life, to 
in which situations and in which decrease side effects). 
population groups, as informed by the Relevant population (e.g., patients, public). 
body of evidence. Caveats or qualifying statements, if 


22-59 
relevant (e.g., patients or conditions for 


whom the recommendations would not 
apply). 
If there is uncertainty about the best care 


option(s), the uncertainty should be stated 
in the guideline. 
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Appendix Table 5 | AGREE Reporting Checklist ASD CPG 


CHECKLIST ITEM AND DESCRIPTION REPORTING CRITERIA 
DOMAIN 4: CLARITY OF PRESENTATION 


16. MANAGEMENT OPTIONS Description of management options 

Describe the different options for Population or clinical situation most 22-59 
managing the condition or health issue. appropriate to each option 

17. IDENTIFIABLE KEY Recommendations in a summarized 
RECOMMENDATIONS box, typed in bold, underlined, or 

Present the key recommendations so presented as flow charts or 22 59-63 
that they are easy to identify. algorithms. 


Specific recommendations grouped 
together in one section. 


DOMAIN 5: APPLICABILITY 


18. FACILITATORS AND BARRIERS TO О Types of facilitators and barriers that 
APPLICATION were considered 

Describe the facilitators and barriers to Methods by which information 

the guideline's application. regarding the facilitators and barriers 


to implementing recommendations 
were sought (e.g., feedback from key 
stakeholders, pilot testing of 
guidelines before widespread 
implementation) 
Information/description of the types 
of facilitators and barriers that 
emerged from the inquiry (e.g., 
practitioners have the skills to deliver 
the recommended care, sufficient 
equipment is not available to ensure 
all eligible members of the population 
receive mammography) 

How the information influenced the 
guideline development process 
and/or formation of the 
recommendations 


106 
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CHECKLIST ITEM AND DESCRIPTION REPORTING CRITERIA 


DOMAIN 5: APPLICABILITY 


19. IMPLEMENTATION 
ADVICE/TOOLS 

Provide advice and/or tools on how the 
recommendations can be applied in 
practice. 


Additional materials to support the 
implementation of the guideline in 
practice. 
For example: 
o Guideline summary documents. 
o Links to check lists, algorithms. 
o Links to how-to manuals. 


o Solutions linked to barrier 
analysis (see Item 18). 

o Tools to capitalize on guideline 
facilitators (see Item 18). 

о Outcome of pilot test and lessons 
learned. 


63-87 


20. RESOURCE IMPLICATIONS 
Describe any potential resource 
implications of applying the 
recommendations. 


Types of cost information that were 
considered (e.g., economic 
evaluations, drug acquisition costs) 
Methods by which the cost 
information was sought (e.g., a health 
economist was part of the guideline 
development panel, use of health 
technology assessments for specific 
drugs, etc.) 
L]Information/description of the cost 
information that emerged from the 
inquiry (e.g., specific drug acquisition 
costs per treatment course) 
О How the information gathered was 
used to inform the guideline 
development process and/or 
formation of the recommendations 


NA 


21. MONITORING/ AUDITING 
CRITERIA 

Provide monitoring and/or auditing 
criteria to measure the application of 
guideline recommendations. 


Criteria to assess guideline 
implementation or adherence to 
recommendations. 

Criteria for assessing impact of 
implementing the recommendations. 
Advice on the frequency and interval 
of measurement. 

Operational definitions of how the 
criteria should be measured. 
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Appendix Table 5 | AGREE Reporting Checklist ASD CPG 


CHECKLIST ITEM AND DESCRIPTION REPORTING CRITERIA 
DOMAIN 6: EDITORIAL INDEPENDENCE 


22. FUNDING BODY The name of the funding body or 

Report the funding body's influence on source of funding (or explicit 

the content of the guideline. statement of no funding). 
A statement that the funding body 91 
did not influence the content of the 
guideline. 

23. COMPETING INTERESTS Types of competing interests considered 

Provide an explicit statement that all Methods by which potential competing 

group members have declared whether interests were sought. 

they have any competing interests. A description of the competing interests. 101 
How the competing interests influenced 
the guideline process and development 


of recommendations. 


From: 

Brouwers MC, Kerkvliet K, Spithoff K, on behalf of the AGREE Next Steps Consortium. The AGREE 
Reporting Checklist: a tool to improve reporting of clinical practice guidelines. BMJ 352;2016:i1152. doi: 
101136/bmj.i1152. 


For more information about the AGREE Reporting Checklist, please visit the AGREE Enterprise website 
at http://www.agreetrust.org. 


https://www.agreetrust.org/resource-centre/agree-reporting-checklist/ 
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7 sections, 27 topics, and 34 items | Assessment Page(s)* Note(s) 


BASIC INFORMATION 


Title/subtitle 


Identify the report as an adaptation of Я Yes 1,4,9 15 100 
practice guideline(s), that is include No 
1 || "guideline adaptation", "adapting", Unclear 


"adapted guideline/recommendation(s)", 
or similar terminology in the title/subtitle. 


Describe the topic/focus/scope of the Я Yes 20 
2 || adapted guideline. No 
Unclear 
Cover/first page 
Report the respective dates of publication || pg Yes Cover page, 
3 | and the literature search of the adapted No 102, 
guideline. Unclear Reference 20 
Describe the developer and Б] Yes Cover, 15 
4 || country/region of the adapted guideline. No 
Unclear 


Executive summary/abstract 


Provide a summary of the 5 Yes 24-59 ,64-69 
5 || recommendations contained in the No 
adapted guideline. Unclear 


Abbreviations and acronyms 


Define key terms and provide a list of Б] Yes 5 
6 || abbreviations and acronyms (if No 
applicable). Unclear 


Contact information of the guideline adaptation group 


Report the contact information of the 53 Yes 4 
7 || developer of the adapted guideline. No 
Unclear 
SCOPE 


Source guideline(s) 


Report the name and year of publication 5 Yes 15,93,103,105 
" of the source guideline(s), provide the No 
citation(s), and whether source authors О Unclear 


were contacted. 
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I төн | мө | 


7 sections, 27 topics, and 34 items 


SCOPE 


Brief description of the health problem(s) 


Provide the basic epidemiological 53 Yes 17 ,21,104, 105 
information about the problem (including No 
9 || the associated burden), health systems Unclear 
relevant issues, and note any relevant 
differences compared to the source 
guideline(s). 
Aim(s) and specific objectives 
Describe the aim(s) of the adapted я Yes 21 
guideline and specific objectives, and No 
10 А 
note any relevant differences compared Unclear 
to the source guideline(s). 
Target population(s) 
Describe the target population(s) and Б] Yes 21 
subgroup(s) (if applicable) to which the No 
Т recommendation(s) is addressed іп the Unclear 
adapted guideline, and note any relevant 
differences compared to the source 
guideline(s). 
End-users and settings 
Describe the intended target users of the Б] Yes 21 
adapted guideline, and note any relevant No 
12 || differences compared to the source Unclear 
guideline(s). 
Describe the setting(s) for which the K Yes 21 
adapted guideline is intended, and note No 
13 any relevant differences compared to the Unclear 
source guideline(s). 
RIGOR OF DEVELOPMENT 
Guideline adaptation group 
List all contributors to the guideline БЇ Yes 9 
14 || adaptation process and describe their No 
selection process and responsibilities. Unclear 
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7 sections, 27 topics, and 34 items | Assessment | Page(s)* Note(s) 


RIGOR OF DEVELOPMENT 


Adaptation framework/methodology 


Report which framework or methodology X Yes 15 ,97-107 
15|| was used іп the guideline adaptation No 
process. Unclear 
Source guideline(s) 
Describe how the specific source Б] Yes 102 
16 || guideline(s) was(were) selected. No 
Unclear 
Key questions 
State the key questions of the adapted Б] Yes 21 
guideline using a structured format, such No 
17 || as PICO (population, intervention, Unclear 
comparator, and outcome), or another 
format as appropriate. 
Describe how the key questions were Yes NA 
18 || developed/modified, and/or prioritized. М № 
Unclear 
Source recommendation(s) 
Describe how the recommendation(s) Yes NA 
from the source guideline(s) was(were) X No 
assessed with respect to the evidence Unclear 
Е considered for the different criteria, the 
judgements and considerations made by 
the original panel. 
Evidence synthesis 
Indicate whether the adapted Yes NA 
recommendation(s) is/are based on K No 
20 existing evidence from the source Unclear 
guideline(s), and/or additional evidence. 
If new research evidence was used, Yes NA 
21 || describe how it was identified and K No 
assessed. Unclear 


siya) EVIDENCE-BASED CLINICAL PRACTICE GUIDELINE FOR 
MANAGEMENT OF CHILDREN WITH AUTISM SPECTRUM DISORDER (ASD) 


Appendix Table 6 | The RIGHT-Ad@pt checklist 


7 sections, 27 topics, and 34 items | Assessment Page(s)* Note(s) 


RIGOR OF DEVELOPMENT 


Assessment of the certainty of the body of evidence and strength of recommendation 


Describe the approach used to assess the Yes NA 
certainty/quality of the body/ies of K No 
evidence and the strength of Unclear 


22|| recommendations in the adapted 
guideline and note any differences (if 
applicable) compared to the source 
guideline(s). 


Decision-making processes 


Describe the processes used by the А Yes 106 
d guideline adaptation group to make No 
decisions, particularly the formulation of Unclear 


recommendations. 


RECOMMENDATIONS 


Recommendations 


Report recommendations and indicate 5 Yes 104 106 
24 || whether they were adapted, adopted, or No 
de novo. Unclear 
Indicate the direction and strength of the 5 Yes 23 
recommendations and the No 
certainty/quality of the supporting Unclear 
25!' evidence and note any differences 
compared to the source 
recommendations(s) (if applicable). 
Present separate recommendations for E Yes 104 106 
important subgroups if the evidence No 
suggests important differences in factors Unclear 
26 influencing recommendations and note 
any differences compared to the source 
recommendations(s) (If applicable). 
Rationale/explanation for recommendations 
Describe the criteria/factors that were А Yes 104,106 
considered to formulate the No 
27 || recommendations or note any relevant Unclear 


differences compared to the source 
guideline(s) (if applicable). 
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7 sections, 27 topics, and 34 items 


EXTERNAL REVIEW AND QUALITY ASSURANCE 


External review 


FUNDING, DECLARATION, AND MANAGEMENT OF INTEREST 


Funding source(s) and funder role(s) 


Indicate whether the adapted guideline K Yes 13,101,104-106 
28|| underwent an independent external No 
review. If yes, describe the process. Unclear 
Organizational approval 
Indicate whether the adapted guideline Б] Yes 15 
29 || obtained organizational approval. If yes, No 
describe the process. Unclear 


managed. 


Report all sources of funding for the K Yes 91 
30|| adapted guideline and source No 
guideline(s), and the role of the funders. Unclear 
Declaration and management of interests 
Report all conflicts of interest of the Yes 101 
a1 adapted and the source guideline(s) No 
panels, and how they were evaluated and Unclear 


OTHER INFORMATION 


Implementation 


Describe the potential barriers and K Yes 63 
32 || strategies for implementing the No 
recommendations (if applicable). Unclear 
Update 
Briefly describe the strategy for updating Б] Yes 89 
33 || the adapted guideline (if applicable). No 
Unclear 
Limitations and suggestions for further research 
Describe the challenges of the adaptation Б] Yes 61 
34|| process, the limitations of the evidence, No 
and provide suggestions for future Unclear 


research. 


https://www.equator-network.org/reporting-guidelines/a-reporting-tool-for-adapted-guidelines-in-health-care-the-right-adapt-checklist/ 
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*page numbers are from the full guideline document 
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